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INTRODUCTION TO THE PORTFOLIO
This is a portfolio of work completed across three years of a Doctorate in 
Clinical Psychology training programme.
The portfolio is divided into two volumes: Volume I is a public document 
that will be held in the library at the University of Surrey; Volume II is a 
private document containing more sensitive and confidential material which 
will be stored electronically and securely in the Psychology department at 
the University of Surrey. This is Volume I.
Each volume is further divided into three dossiers: academic; clinical; and 
research. In this volume, the academic dossier comprises a literature 
review, an essay, two reflective accounts of problem-based learning 
exercises, and summaries of process accounts of the first two years of a 
personal and professional learning and development group. The clinical 
dossier contains five clinical case reports (one of which is a summary of 
oral presentation of material), together with a summary of the clinical 
experiences gained across five placements. The research dossier contains 
a service-related research project including evidence of feedback to the 
service, a major research project, a qualitative research project and a 
research log.
The aim of the portfolio is to give the reader a sense of the breadth and 
depth of work completed over the three years, together with a sense of the 
developmental progression of the author across her training.
STATEMENT OF COPYRIGHT
No part of this portfolio may be reproduced without permission of the 
author, except for legitimate academic purposes.
© Catherine Davis 2012
ACADEMIC DOSSIER
The academic dossier starts with a literature review on Cognitive 
Behavioural Therapy and why it is the focus of so many heated debates. 
This is followed by an essay relating to professional and organisational 
issues, written during the second year of training. Two reflective accounts 
of problem-based learning exercises conducted over the first two years of 
training are then presented. The dossier ends with two summaries of the 
personal and professional development group process accounts completed 
in years one and two of training. Given the sensitive and confidential nature 
of these accounts only summaries are presented here; they are presented 
in full in Volume Two.
Academic Dossier
LITERATURE REVIEW
Mind the Gap: Cognitive Behaviour Therapy; its 
anomaiies and oversights
Year 1: January 2010
Academic Dossier: Literature Review
ABSTRACT
In the last ten years Cognitive Behaviour Therapy (CBT) has become the 
primary treatment option for many mental health disorders. This article 
presents a literature review to 1) discover why CBT dominates mental 
health services; 2) explore why the therapy is contentious. This latter point 
is addressed by considering the current anomalies and oversights of CBT. 
These are a) the value of cognitive interventions and b) the therapeutic 
context. The aim of the review is to highlight what practitioners and service 
providers many need to be mindful of when using CBT. Findings and 
implications for research and practice are discussed.
DECLARATION OF POSITION
I come from a position of being at the beginning of clinical psychology 
training. Having received teaching on Cognitive Behaviour Therapy (CBT), I 
have recently begun to use it on my clinical placement in a Primary Adult 
Mental Health Team. I have read a lot about the therapy and have used it 
both as a therapist and as a client. My understanding of the therapy 
therefore comes from both professional and personal experiences. I find 
the concepts and strategies CBT offers appealing, meaningful and 
powerful. Furthermore I value its evidence-base ethos. However, my 
experiences are such that I do not view CBT as a ‘quick fix’. I do not believe 
it is without limits both in theory and in practice. Because CBT is so 
prominent in psychotherapy at present I am keen to deepen my 
understanding of it in the hope that it can be used more effectively and 
continue to be revised and developed.
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MAIN TEXT
CBT has emerged as the front-line treatment for many mental health 
disorders (Zaretsky, Segal, & Fefergrad, 2007). But, it is also the subject of 
heated discussions between clinicians with regards to its efficacy and 
dominance in clinical practice (e.g. (Samuels & Veale, 2009).
This review seeks to answer why CBT dominates therapeutic practice and 
explore why the therapy is the focus of so many heated debates. This latter 
point is addressed by considering the current anomalies and oversights of 
CBT. Because these cover such a broad area, I have chosen to focus 
specifically on a) the contribution that cognitive interventions make and b) 
the importance of the therapeutic context. The decision to focus on these 
areas is based on an initial scanning of the literature, in which they were 
the main points of discussion.
The aim of the review is to highlight what practitioners and service 
providers many need to be mindful of when using CBT. It also aims to 
consider how these factors affect those using the service. Whilst I accept 
that there have been developments in the field and there are many different 
streams of CBT, this review will be focusing on the therapy as it is generally 
defined.
Defining CBT
CBT is a psychotherapy based on the understanding that the way a person 
feels is closely related to their thoughts and behaviour (Jonstone & Dallos,
2006). During therapy, the individual and their therapist collaborate to 
identify unhelpful thoughts and behaviours that maybe maintaining their 
psychological distress with a view to changing them. Whilst treatment 
components vary depending on the context, CBT interventions generally 
include combinations of the following: goal setting, psycho-education, self- 
monitoring, cognitive restructuring, behavioural experiments, helping 
patients to engage more often in pleasurable activities (behavioural 
activation), developing problem-solving skills, and relapse prevention, (Arch 
& Craske, 2009).
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Why Does CBT Dominate?
CBT grew out of Behaviour Therapy and Cognitive Therapy. Behaviour 
Therapy was based on the principles of Conditioning and Learning Theory 
and relied primarily on desensitisation (Bandura, 1969). Whilst behaviour 
therapy proved successfui in reducing psychological distress in anxiety, 
similar results were not found in treating depression, (Salkovskis, 1996). 
Many behaviour therapists therefore, began to look to other models for 
understanding depression. In his publication of Cognitive Therapy for 
Depression, Aaron Beck conceptualised depression as being due to biased 
cognitive thinking (A. T. Beck, Rush, Shaw, & Emery, 1979). Therapeutic 
improvement therefore, could be produced by changing a person’s 
thoughts and beliefs. Evidence to support Beck’s model of depression (e.g. 
Blackburn, 1981) led behaviour therapists to incorporate it into their own 
behavioural approaches (e.g. Shaffer et al., 1981). The history of CBT 
suggests that part of why it dominates psychology is because its routes are 
based on valuing evidence. According to Hayes (2004a) Behaviour 
Therapy partly evolved as a backlash against the then dominant traditional 
analytic conceptions of mental illness that lacked empirical support. He 
argues that behaviour therapists desired to develop treatments that were 
routed in a scientific understanding of human nature and proven to work 
when tested under controlled conditions. Therefore, unlike other therapies 
(such as psychoanalysis), a large amount of research has been conducted 
into CBT.
Several studies have demonstrated CBT’s efficacy in reducing symptoms of 
anxiety (e.g. Butler et a!., 2006), depression (e.g. Gloaguen et a!., 1998), 
bulimia (e.g. Whittal, Agras & Gould, 1999), anger (e.g. R. Beck & 
Fernandez, 1998), pain (e.g. Morley, Eccleston, & Williams, 1999), and 
psychosis (e.g. Rector & Beck, 2001). CBT has been found to be effective 
for relapse prevention in depression (e.g. Watkins et al., 2007), and its 
positive results to be maintained up to 24 months (Norton & Price, 2007). 
This suggests gains made by people using CBT are durable. Several 
studies have shown CBT to be superior to anti-depressants (e.g. Mitte, 
2005). These studies also show it to be an adaptable therapy that can treat 
a wide variety of psychological problems. This is appealing to clinicians 
working with people who will have differing diagnoses.
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However, it is not only the supporting evidence that makes CBT so popular. 
Holmes (2002) argues that CBT is an attractive therapy. Its simple 
concepts make it easy to learn and administer. It is time-limited and thus 
cost-effective. Evidence suggests that changes in symptoms can be 
achieved in as short as 7 sessions for some disorders (Marchand, 
Roberge, Primiano, & Germain, 2009). Newnes (2007) argues that with its 
focus on targeting specific clinical disorders and symptoms, CBT is akin to 
a medical model of mental health. Its results are easy to measure, it uses 
well defined goals and its principles lend themselves to manualisation and 
Randomised Control Trials (RCT’s), which are the top standard when 
considering evidence for the National Institute of Clinical Excellence 
(NICE). This, Newnes argues, is why CBT receives so much funding in 
research; and the more research that is conducted, the more evidence 
there is in support of CBT compared to other ‘poorer’ therapies. With these 
factors in mind, it is not surprising that CBT has been and continues to be 
so extensively researched and why it appeals to both Lord Layard and the 
government.
In 2007 the British government funded the Improving Access to 
Psychological Therapies (lAPT) programme launched by the National 
Health Service (NHS). The programme was devised to provide people 
suffering from common mental health problems such as anxiety and 
depression the opportunity to receive psychological treatment. The lAPT 
programme was largely the result of the economist Lord Layard’s 
Depression Report in 2006. In it, he stated that the total loss of output due 
to depression and chronic anxiety in Britain is around £12 billion a year -  
one per cent of the total national income (Layard, 2006). Layard argued 
that providing cost-effective psychological therapies as the treatment of 
choice would increase the number of people fit to work and off incapacity 
benefits, thus saving the taxpayer money. What Layard was arguing for 
was the implementation of the NICE guidelines (2004). Based on ROTs, the 
treatment model most advocated by NICE is CBT. The Department of 
Health (DoH) aims to build a workforce of 3,600 CBT trained lAPT 
therapists by 2010/11, so that 900,000 more people can access CBT 
treatment. The hope is to have 25,000 fewer people on sick pay and 
benefits, by 2010/11, (Improving Access to Psychological Therapies
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Implementation Plan: National guidelines for regional delivery, 2008). Thus 
it appears that political and financial reasons influence CBT’s presence in 
psychotherapy research and practice. Furthermore, with a workforce of 
3,600 there will be large number of individuals have an invested interest in 
keeping CBT as the therapy of choice. Any research they do into the value 
of CBT will inevitable be influenced by this.
Despite its strong evidence and the enthusiasm for CBT by the DoH, there 
is a growing body of evidence that might suggest proponents of CBT and 
the lAPT service are being too hasty in advocating the therapy. Firstly, 
anomalies concerning treatment outcome have been identified in the 
literature (Hayes, 2004a), secondly much of research shows that the 
therapeutic context in which CBT is delivered is more influential in 
predicting outcome than specific CBT techniques, (Lambert & Barley, 
2002). These two points of contention will each be explored respectively.
Why is CBT Contentious? Empirical Anomalies in CBT
In his review of the CBT literature, Hayes, (2004a) identified three 
“empirical anomalies” concerning outcome. They were: a lack of evidence 
supporting the additional benefits of cognitive interventions in CBT; that 
symptom change tends to occur within the first few sessions prior to 
specific CBT interventions being introduced; and that there is little empirical 
support for the assumption that cognitive change causes therapeutic 
change.
The Added Value of Cognitive Interventions
According to Knapp & Beck (2008) a defining feature of CBT is the premise 
that cognitive schemas mediate emotion and behaviour. Accordingly, 
therefore, improvement in symptoms can be produced by changing a 
person’s thoughts and beliefs. However, whilst there has been some 
evidence to support this concept, (e.g. Hofmann, 2004), there is a growing 
body of research indicating that cognitive interventions do not add any 
additional benefits to effective CBT outcome. For example, in a component 
analysis, Jacobson et al. (1996) found no difference in outcome when 
behavioural interventions were used alone compared to when they were
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combined with the cognitive components of CBT. This lack of differentiation 
was still evident two years later (Gortner, Gollan, Dobson, & Jacobson, 
1998). Similar results were found by Norton & Price (2007) in their meta­
analysis of treatments for anxiety disorders. They found no advantage in 
using cognitive therapy and exposure therapy over using exposure therapy 
alone. Other authors have produced comparable findings, (e.g. Longmore,
2007). Added to this some studies have even shown behavioural 
interventions to be more efficacious than their cognitive counterparts. The 
results from Dimidjian et al. (2006) research indicated that behavioural 
strategies were equal to antidepressants and more beneficial than 
Cognitive Therapy. This leads to the question of whether focusing on the 
content of beliefs is necessary if behavioural interventions can change 
cognitive thinking indirectly. Indeed, current treatments for Obsessional 
Compulsive Disorder (CCD) and specific phobias are less concerned with 
using cognitive interventions (Arch & Craske, 2009).
There are those that have tried to explain why behavioural interventions are 
so effective. In his interacting cognitive subsystems (ICS) model Teasdale 
(1997) proposed that psychological states were a composition of interacting 
cognitive, affective, behavioural and physiological systems. For meaningful 
change to occur, it has to occur within the affective system. That is to say, it 
is not enough to logically understand that thoughts maybe inaccurate, the 
person has to feel it to be true. Behavioural interventions are effective 
because they allow an individual to experience alternative ways of viewing 
a situation at the emotional level. This theory is supported by Bennett-Levy
(2003) qualitative analysis of their component study. Whilst individuals in all 
treatment conditions reported similar levels of insight into their thinking, 
those that had received cognitive and behavioural treatment perceived 
behavioural interventions as being more powerful and having a greater 
emotional impact on them.
However, as articulated by Abramowitz, and colleagues: “efficacy is only 
one way to gauge the value of a treatment”, (Abramowitz, Taylor, & McKay, 
2005, p. 144). Many behaviour strategies can be very distressing. For 
example, in the case of exposure exercises for anxiety, many people refuse 
or drop out of treatment. There is limited value in this approach if people
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are unwilling to do it. Cognitive interventions that help individuals to view 
their thoughts more objectively may help motivate and persuade them to 
complete the behaviour exercises. Evidence for this comes from Vogel et 
al. (2004) study comparing Exposure Response Prevention (ERR) and ERR 
with Cognitive Therapy for treating OCD. Whilst they did not find a 
significant difference in treatment outcomes, they did find that the drop-out 
rate was significantly lower for those gaining the additional cognitive 
therapy.
Many researchers however, question the devaluing of cognitive 
interventions. In their review of the literature Longmore & Worrell (2007) 
argue that outcomes do not differ because their interventions are actually 
very similar. In-line with Teasdale’s (1997) (ICS) model, Longmore & 
Worrell (2007) propose that behavioural and cognitive interventions may 
start at different points, but they both tap into an interconnected system of 
behaviours, emotions and thoughts. Therefore a change in one area of the 
system produces a change elsewhere. Support for this hypothesis comes 
from Borkovec et a/.'s (2002) component analysis that showed CBT was 
not more effective than its component parts. Cognitive Therapy and 
behavioural interventions produced equal outcomes whether delivered 
separately or combined. An alternative explanation however is that what 
makes treatment successful is down to a particular psychological 
technique, but due to non-specific therapy factors such as the therapeutic 
relationship. The author will return to this point later in the discussion.
Rapid Earlv Response
In their analysis of eight studies treating depression with CBT, Mardi & 
Craighead (1994) reported that 60-70% of clinical improvement occurred in 
the first 4 weeks, prior to the introduction of specific cognitive interventions. 
This phenomenon has since been replicated by other studies, (e.g. 
Warmerdam, van Straten, Jongsma, Twisk, & Cuijpers, 2010) and termed 
“rapid early response”, (Longmore & Worrell, 2007). Mardi & Craighead 
(1994) concluded from their observations that non-specific treatment 
factors such as feelings of hopelessness, treatment rationale and 
homework were responsible for this early improvement. Others suggest
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these improvements are due to the placebo effect, (e.g.Crits-Christoph et 
al., 2001). However, Tang & DeRubeis, (1999) disagree with these 
conclusions. They argue that cognitive restructuring techniques are 
introduced early on in treatment. In their literature review, Tang & DeRubeis 
(1999) found that in clinical controlled studies, the client receives two 
sessions per week for the first 4 weeks providing enough time for cognitive 
techniques to influence symptoms. However, the evidence for this 
argument is not clear. Ilardi & Craighead (1999) question Tang & DeRubeis 
findings. They were unable to find evidence that cognitive techniques have 
been routinely implemented early enough. Similarly, Wilson (1999) reported 
improvements prior to cognitive interventions being introduced in CBT for 
alcohol abuse. I suggest that improvement in distress is a process that may 
have various stages to it and may occur through different means. A sharp 
improvement in symptoms prior to cognitive interventions does not mean 
that the change will last and it does not automatically negate the 
contribution of cognitive interventions.
Examining the Assumption That Cognitive Change Causes Svmptom 
Change
In the 1970s Beck asserted that cognitive change is central to achieving 
symptom change, (Beck, 1976). He believed that the modification of 
dysfunctional thoughts and beliefs is the mechanism that causes 
improvements in a person’s symptoms. However, a large component 
analysis on depression by Gortner et al. (1998) and a literature review by 
Longmore & Worrell (2007) have failed to find substantial empirical 
evidence to support Beck’s proposition. This has led some authors to 
challenge the proposition that changing thoughts causes changes in 
feelings and behaviour, (e.g. Lawson, 2005). However, Arch & Craske 
(2009) write that for mediation to be established, change in cognition must 
occur before, and be a predictor of, change in symptoms, (p. 536). They go 
on to say that very few studies have actually met these requirements. One 
study that may meet them is by Hofmann (2004). In a random control trial 
he compared CBT, Exposure Therapy in the treatment of social phobia. He 
found changes in estimated social cost mediated treatment changes in both 
therapies post treatment and at the 6-month follow up. However, Hofmann
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(2008) criticises this design because assessments were not carried out 
during treatment. The study was therefore unable to establish whether 
change in cognition occurred before therapeutic improvement. Stronger 
evidence for cognitive mediation comes from Smits, Rosenfield, McDonald, 
& Telch's (2006) study of how exposure-based treatments work to treat 
social phobia. Their analyses showed that changes in biased thinking 
mediated the effect of exposure on fear reduction. Furthermore, unlike 
other studies, this research showed that a reduction in probability bias, 
(fearing whilst overestimating the probability of harm) preceded a reduction 
of fear and fully mediated the treatment outcome. These findings would 
suggest that Beck’s theory of cognitive mediation holds true and that 
treatment manuals are justified in their focus on activities that encourage 
the re-evaluation of thoughts and beliefs. However more research is 
needed to substantiate Beck’s theory. Orsillo, Roemer, Lerner, & Tull 
(2004) propose that the lack of robust evidence may be due to the sheer 
variety of cognitive techniques used in research. There is an assumption 
that all cognitive interventions are equally efficacious. It may be that only 
some are the active ingredient for mediating change. An alternative account 
for the conflicting evidence is that self-reports are methodologically 
problematic. Arch & Craske (2009) suggest that self-reports are limited due 
to demand characteristics and their inability to elicit the on-going, moment- 
to-moment thinking an individual has. This would suggest that Research 
would benefit from widening how it measures treatment success.
Inconsistencies in the literature about cognitive interventions suggest their 
role in the therapeutic process is less well understood than Hayes (2004a) 
article suggests. Whilst further research into cognitive interventions would 
be useful, there is an overwhelming body of research showing that for 
therapy to be successful, the type of therapeutic model used is less crucial 
than commonly presumed (Kate Davidson & Scott, 2009).
The Therapeutic Context
In a review of the literature Luyten, Blatt, Van Houdenhove, & Corveleyn 
(2006) found that specific techniques accounted for about 15% of the 
variance in outcome in psychosocial therapies, while non-specific factors
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(such as therapeutic alliance) explained about 30% in outcome. Davidson & 
Scott (2009) broadly classify these non-specific factors into the following: 
patient factors, patient-therapist interactions and therapist factors. Each of 
these factors will now be explored in relation to therapeutic outcome.
Patient Factors
Several aspects of what the patient brings to therapy have been found to 
influence treatment response, symptom severity being one of them. 
Ramana, Paykel, Cooper, & Hayhurst (1995) observed a 70% remission 
rate in people suffering with major depression within 6 months of treatment. 
Conversely, Hansen, Hoogduin, Schaap, & de Haan (1992) found 
successful respondents to OCD treatment experienced more anxiety 
symptoms than those who ended their treatment. Early life experiences 
have also been influential to outcome. Penza, Heim, & Nemeroff (2003) 
found that early adverse experience contributed to the pathology of 
depression and subsequently influenced treatment response. A further 
consistent factor that contributes to the therapeutic context is personality; 
Openness (Keijsers, Schaap, & Hoogduin, 2000), general coping skills 
(Parker, Roy, & Eyers, 2003), desire for approval (Blatt & Zuroff, 2005) and 
perfectionism (Shahar, Blatt, Zuroff, Krupnick, & Sotsky, 2004), have all 
been shown to predict therapeutic gain.
It is not just personal qualities that an individual draws on when they see a 
therapist however. Their social resources outside of the therapeutic room 
have not surprisingly been shown to predict outcome. Shahar et al. (2004) 
found that those who responded positively to treatment had better social 
support. They also examined whether different patient factors interact with 
one another. They discovered that perfectionism impeded an individual’s 
social relations both between the client and therapist, and in their wider 
social context. Thus, perfectionism mediated the effect of social relations 
on treatment response.
Beyond the personal qualities and resources an individual may have, is 
their treatment expectations and the appeal of a therapeutic model. Hansen 
et al. (1992) found that those who ended their therapy prematurely, tended
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to have incongruent treatment expectations compared to those who 
completed the course. Parker et al. (2003) observed that those who 
responded well to treatment had found CBT an attractive model at pre­
intervention. Readiness to change has also been found to influence 
treatment outcome (Keijsers et al., 2000).
CBT relies on a person having the time and commitment to actively work on 
their difficulties outside of the therapeutic room, for example by completing 
behavioural experiments and keeping thought diaries. Therefore, unlike 
other psychotherapies, CBT success is potentially more dependent on an 
individual’s personal and social resources, as well as their allegiance to the 
therapeutic model. It is likely that many people have life circumstances that 
are such they cannot or feel unable to make that degree of commitment 
that CBT requires. It is unclear however, whether the lAPT service takes 
this into consideration.
Furthermore, CBT evidence is primarily based on RCT’s that use very 
homogenous samples (Horrell, 2008). Morrison, Bradley, & Westen (2003) 
reviewed meta-analyses of RCT’s for a variety of disorders and discovered 
that exclusion rates ranged from 35% to 70%. Because CBT is premised on 
diagnostic labels, trials tend to target a single disorder and exclude people 
based on comorbidities or because they do not adhere to one clear 
disorder (Mahaffey & Granello, 2007). Measuring outcome is therefore 
made easier and the data more internally valid. It is doubtful however, 
whether the findings would be generalizable to more diverse population 
groups.
Therapist Factors
How a therapeutic model is received will be mostly informed by the 
therapist and how they view the therapist. A large body of research has 
shown that patients’ perceptions of the therapist strongly influence 
outcome. The personal qualities of the therapist that have most frequently 
been identified in studies have been what Carl Roger’s termed Core 
Conditions for therapeutic change. They are warmth, authenticity, empathy 
and the therapeutic relationship (Rogers, 1951; Rogers, Kirschenbaum, &
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Henderson, 1989). In addition, clients’ perceptions of the therapist’s 
techniques have also been shown to be important for outcome, (Keijsers et 
a/., 2000) and for the working alliance. Ackerman & Hilsenroth (2003) found 
that reflection, support, affirming, accurate interpretation, and facilitating 
affective expression were all associated with more positive alliances.
Patient’s perceptions of the therapist are critical to therapy as poor 
evaluations have been shown to be associated with not just poor outcomes, 
but patient ‘drop-out’ (Hansen et al., 1992). On a positive note, Keijsers et 
al. (2000) looked at the impact of interpersonal patient and therapist factors 
on outcome in CBT and found that CBT is characterised by higher levels of 
emotional support than are found in other forms of psychotherapies.
Other research has focused on external raters rather than self-reports and 
specifically, whether therapist competence matters to outcome. K. 
Davidson et al. (2004) rated therapist competence in a RCT of manual 
assisted CT for self-harm. Therapist Competence was defined as the 
therapist level of skill in applying techniques, interpersonal effectiveness 
and adherence to the therapy model. Patients treated by more competently 
rated therapists showed better levels of clinical improvement at 12-month 
follow-up than patients who had been treated by less competent therapists, 
(Davidson & Scott, 2009). Trepka, Rees, Shapiro, Hardy, & Barkham 
(2004) found that therapist competence was not only directly related to 
outcome, but that it improved the effects of the therapeutic alliance on 
recovery.
Davidson & Scott (2009) state that to minimise variance in RCTs, therapists 
receive pre-trial training in the use of a manualised therapy to standardise 
their practice, (p. 121). They argue that this would obscure the effects of the 
therapeutic relationship and the differing levels of competence that would 
occur in everyday clinical settings. The argument is a convincing one.
Patient-Therapist Interactions (Therapeutic Alliance)
Davidson & Scott (2009) define the therapeutic alliance as the working 
relationship that the therapist and patient build together. Included in this is
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the mutual agreement of specific goals and the means by which they will be 
achieved. A wealth of research conducted on this construct points to it 
being the primary factor in successful treatment outcomes, (e.g. Blatt & 
Zuroff, 2005). Evidence suggests that this finding remains stable across 
treatment type. For example, Blatt, Zuroff, Quinlan & Pilkonis (1996) found 
that the type of treatment a patient received (e.g. CBT, Interpersonal 
Therapy, and antidepressants) only marginally related to the degree of 
clinical improvement. Therapeutic outcome was determined by the pre­
treatment measurement of patient perfectionism and by the perceived level 
of the therapeutic alliance. Furthermore, the quality of the alliance 
substantially reduced the negative effects of perfectionism.
The timing when alliance is built also appears important. Zuroff & Blatt, 
(2006) found the earlier a positive therapeutic alliance was formed (as 
perceived by the patient) the more rapid the decline or negative symptoms 
and the higher the ratings on measurements of improved global adjustment 
and adaptive capacities at 18-month follow-up. These results were 
maintained after accounting for a wide range of patient characteristics.
Holmes (2002) has observed that studies of CBT show that the model 
facilitates positive therapeutic alliance. He proposes that this maybe 
because of CBT’s clear structure, optimistic outlook, and the active 
involvement of the patient. Samuels & Veale, (2009) continues with this line 
by stating that the mutual guided discovery between patient and therapist 
aids therapeutic alliance. One conclusion that has been drawn from this is 
that CBT is successful precisely because of its power to create a good 
alliance, (Holmes, 2002, p.290).
In recent years, the therapeutic alliance has received a lot of attention in 
the literature. There are many possible reasons for this, (for example, 
research showing the effect of alliance on outcome), but Safran & Muran, 
(2006) argue that correlational studies have shown it to only account for 6% 
of outcome variance. They question whether this is large enough to warrant 
such attention. An alternative explanation is that psychotherapists feel 
government health care plans such as lAPT marginalise the importance of 
patient-therapist interactions in therapy. Emphasising the importance of
Academic Dossier: Literature Review 19
specific techniques can devalue the skill of the therapist. Furthermore, 
strong adherence to treatment manuals can remove much of the therapist’s 
autonomy and flexibility during treatment. Programmes such as lAPT may 
therefore inadvertently be causing many clinicians to feel devalued and 
constrained.
CONCLUSION
This review sort to discover why CBT is so dominant in therapeutic practice 
and the subject of such contention. The last question was addressed by 
exploring some of its anomalies and oversights. With regards to the first, 
there appear to be several reasons for its prominence. As an empirical 
grounded theory CBT has a wealth of research to its name. It is an 
attractive therapy that can be adapted to treat many mental health 
problems. CBT lends itself to the dominant medical model that exists in 
health services. Thus it appeals to powerful influential bodies seeking 
measurable cost-effective treatments. Whilst it is encouraging to see the 
importance of psychotherapies being recognised by the government, this 
review has found evidence to suggest that it maybe being too hasty and 
naïve in the launching of lAPT.
Inconsistencies in the literature about cognitive interventions suggest their 
role in the therapeutic process is complex and multifaceted. How valuable 
they are may depend on what the symptoms are, the person that is in the 
room and how they interact with other influences. The Research would 
benefit from widening how they measure the usefulness of such 
techniques. Drop-out rates would suggest that asking those who have and 
have not used them would be useful.
Outcome measures point to the therapeutic context bearing more weight 
than specific therapeutic techniques. This includes client, therapist and 
relationship factors. For the client, their history, resources, and personality 
all affect the therapeutic process. For the therapist, their behaviour and 
competence appear more influential than the specific techniques they use. 
Finally research suggests the therapeutic alliance is the primary factor in
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influencing outcome. Given these findings, practitioners and service 
providers would do well to remember that ‘one size does not it all’ and 
positive improvement may happen through fundamentally different 
mechanisms. Personal and interpersonal factors should be considered 
during therapy as much as technical skills.
Contentions in CBT do not just stem from gaps and oversights in the 
literature. Those with an invested interest in CBT (and there will be many 
with the arrival of lAPT) have much to gain from advocating its worth. 
Likewise, much of the research criticising CBT maybe from authors feeling 
current health plans marginalise their disciplines. This review has taught 
me to be mindful of the influences behind research and to keep a critical 
mind when reading an article regardless of how aligned I may be with its 
viewpoint.
Findings from both cognitive studies and the therapeutic context highlight 
the complexity of human nature and the multifaceted processes that 
contribute to lasting change. lAPT is naively conceived because it does not 
take all these influences into account. Much of the emphasis is focused on 
only CBT. This has implications not just for how effective lAPT will prove to 
be, but how ‘service-user centred’ the programme is. There is a severe lack 
of choice in the therapies that it offers. My concern is that if an individual 
does not benefit first time from CBT, they and others may draw the 
conclusion that CBT or even psychotherapy in general is not helpful for 
them; causing further harm to their wellbeing. This literature review 
highlights the need for a greater integration between research and practice. 
CBT as with other therapies should be one out of many skills that a clinician 
can draw on in their efforts to improve outcome.
In regards to its future, CBT is founded on ‘evidence-based’ values and has 
proven to be an adaptable model. As such, anomalies in research findings 
and challenging new evidence should encourage its supporters to develop 
and enrich the therapy. I agree with Fairfax (2008) when he states that 
broadening methods and measures used in research would help provide a 
deeper understanding of the therapeutic process.
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PROFESSIONAL ISSUES ESSAY
Emancipation versus empowerment (Stickley, 2006). Is 
the involvement of service users and carers in the 
development and planning of mental health services 
perpetuating existing power imbalances?
Stickley, T. (2006). Should service user involvement be consigned to 
history? A critical realist perspective. Journal of Psychiatric and 
Mental Health Nursing, 13, 570-577.
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INTRODUCTION
The last two decades has seen a steady increase in legislation and policies 
emphasising the importance of ‘service-user involvement’ in the planning 
and development of mental health services both in the UK and 
internationally, (e.g. Department of Health (DoH) 2010; World Health 
Organisation, 2005). Health Authorities have a duty to involve service-users 
in service policy development, service commissioning, design, delivery, 
evaluation and research (DoH, 2004). Service-user involvement is part of a 
wider political agenda for personalisation and consumerism and citizenship 
-  influenced by user-movements, (Fudge, Wolfe, & McKevitt, 2008). The 
concept of ‘involvement’ encompasses multiple levels of interaction with 
services from participation and consultation through to partnership. These 
terms suggest different ideas about how service-users are viewed in 
relation to mental health services and imply varying degrees of influence 
and value, (Borg, Karlsson, & Kim, 2009). The fact that they are used so 
interchangeably indicates confusion and variation in how ‘involvement’ is 
understood and practiced. In this essay I take ‘involvement’ to include 
service-users and carers actively working within mental health services as 
a part of the usual mechanisms of care (Simpson & House, 2003). This 
includes training and conducting research.
Reasons given for involvement vary in emphasis depending on who is 
asked. Many service-user movements have fought for the right to 
determine how services are provided as an ethical right as experts through 
lived experience (Campbell, 2006). Government drives appear to stem from 
the belief that involvement will improve the quality and efficiency of 
services, by clarifying what people want (Bradshaw, 2008). Linked to both 
these philosophical arguments is the concept of empowerment. 
Empowerment here is defined as a means of giving effective power to 
service-users, to achieve change (Campbell & Lindow, 1997). Thus, by 
empowering service-users through involvement it is hoped that a better 
standard of care may be achieved.
Stickley (2006) however, claims that these models of involvement are 
tokenistic and only serve to perpetuate power positions of the dominant
Academic Dossier: Professional Issues Essay 32
discourse within psychiatry. Within this discourse service users are placed 
at the bottom of the power hierarchy. In order to usurp the power 
imbalance, Stickley argues that service-users need to work outside health 
service regulations through emancipatory action projects. Only then, he 
argues, will the power imbalance shift.
In exploring the perspectives of service-users themselves, those working 
with them and my own experiences, I find much to validate Stickley’s 
argument. However, I also discover examples of collaborative working 
where involvement is valued and contributing to a change in power 
dynamics. These examples highlight the existence of alternative discourses 
within the mental health system that emphasise recovery and collaborative 
working. In exploring these alternative outcomes I argue that continued 
service-user involvement does not have to mean the sustainment of 
existing power imbalances.
Use of Terminology
Throughout this essay the term ‘service-users’ refers to people who have 
experience of using mental health services. I acknowledge that this term 
along with ‘carers’ is problematic in that it encompasses multiple meanings 
and is contested by some as being misrepresentative and disrespectful. 
Indeed, I am aware I may be criticised of contributing to the dominant 
psychiatry discourse by using these terms. However, I have chosen to use 
them as they are widely recognised.
PERPETUATING EXISTING POWER IMBALANCES
Many service-users express frustration about a gap between the rhetoric of 
involvement and how it is practiced. For example, Campbell (2001, p. 88) 
writes: “On one hand professional organisations publicly encourage the 
greater involvement of service-users (and carers)...however on the other 
there is resistance to non-expert views.” Trivedi (2001) describes the 
process of being consulted in the creation of the National Service 
Framework as disempowering and damaging with service-user views
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marginalised and devalued. She writes: “if the Department of Health had 
practised what it preaches about user involvement...things might have 
been different both in the process and content of the National Service 
Framework” (p. 19). Thus, it would appear that service-user involvement is 
not being implemented in a way that is meaningful or readdressing power 
imbalances.
Many studies looking into how ‘involvement’ is practised support these 
views. Rutter, Manley, & Weaver (2004) conducted a qualitative study of 
service-user involvement in two mental health provider Trusts. They 
interviewed trust staff at all levels and user group members to compare 
expectations and the extent to which they were being achieved. In their 
findings, Rutter et al. reported that expectations and objectives differed 
hugely amongst the various stakeholders. Service-users focused on 
seeking greater influence on trust policies and more concrete outcomes. 
Providers focused on the process of involvement and wanting to increase 
the number and ‘type’ of service user they consulted. They were described 
as disparaging the views of the service-users as ‘unrepresentative’. They 
found little evidence that power-sharing was taking place. Trust managers 
retained control over agendas, decision making and the outcomes of 
consultation. Service-users spoke of having little influence over policies, 
and stated that their voices were excluded from discussions relating to the 
use of enforced treatment, even though they held personal experiences of 
such procedures. Thus, the balance of power remained firmly with provider 
trusts. During these consultations, service-users described feeling 
marginalised. These findings have been found in numerous other studies 
exploring service-users experiences. Involvement was tokenistic and did 
not necessarily result in the outcomes desired by the service users (e.g. 
Fudge et a/., 2008; Hui & Stickley, 2007)). Berry, Gerry, Hayward, & 
Chandler (2010) suggest that service-users who are involved only as 
‘tokens’ may begin to internalise a sense of doubt in their own credibility 
leading to further disempowerment in relation to professionals. This, they 
say, may limit the chance that service users will try to challenge the 
professional opinion, or the discourse itself.
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Even when services are keen to genuinely listen to service-users, Simpson 
and House (2003) describe experiencing other disincentives to 
involvement, such as unrealistic expectations and workloads, and the 
inaccessibility of management discourse and practice. In other words, 
service-users are required to ‘fit in' with the services. Many service-users 
have expressed that they are nearly always the invitees to meetings 
concerning service development which dictates the power dynamics to the 
disadvantage of service-users (e.g. Relton, 2006). Surely, if there was a 
culture of equality of power and partnership working, this would be a two- 
way process. Indeed Rutter et al. (2004) observed that in order to achieve a 
sense of power and influence, Service-User groups were striving to 
maintain independence from trusts, because this offered the best approach 
to achieving power (e.g. choosing their own agendas and ways of working) 
within these consultative relationships. This is an example where working 
outside of mental health services as a provider, offered more 
empowerment.
From the above accounts it appears that differing expectations and values 
exist about involvement, with service users often feel ignored, 
disempowered and that their presence is largely symbolic. Whilst 
symbolism may help in sending out a message of the importance of 
listening to service-users, this can also be a way of weakening the 
influence on services by fragmenting the collectivity of the user movement 
and silencing survivor activists, (Diamond, 2010). Relton (2006) writes: 
“User-led mental health advocacy is being destroyed by the government as 
it turns advocacy into just another profession, neither acknowledging nor 
understanding its grassroots origins at the heart of the survivor movement”, 
(p.9.). These points validate Stickley’s argument that service-users 
involvement only helps to legitimise and promote the dominant discourses 
of power within services. Clearly, policies and expressions of commitment 
are not enough to change the culture of mental health services in a 
meaningful way (Walsh & Boyle, 2009).
Policies themselves however, have been criticised for contributing to 
ineffective involvement. In 2007 the Health Committee reported that 
confusion about the purpose of involvement led to muddled initiatives and
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uncertainty about how to achieve it. They argued that if involvement was to 
be meaningful, there was a need for accountability in the NHS, and a role 
for independent service-user involvement structures, (House of Commons 
Health Committee, 2007). The government have responded to critiques of 
how involvement is practiced. For example. In 2008 Local Involvement 
Networks (LINks) were set up to give communities a stronger voice in how 
their health and social care services are delivered. However, it is unclear 
whether LINks are able to follow their own agendas and whether or not they 
play more than just lip service. Learmonth, Martin, & Warwick (2009) 
described an example where the DoH contravened its own guidelines about 
public consultation. The fact that it can do so (with apparent impunity) only 
highlights power imbalances where members of a voluntary independent 
sector have their activities prescribed and controlled.
My Experience of Service-User Involvement on Placement
Outside university, I have yet to experience working with service-users on 
service development. I have however, conducted a survey to ascertain the 
views of those who use a Community Mental Health Team (CMHT) which I 
was part of at the time. Apart from my supervisor and another psychologist, 
the team did not appear to appreciate the value in the survey or act on its 
findings. It is highly likely that following my departure, seeking feedback 
about the service was discontinued. At the outset I believed that the reason 
for administering the survey was a desire from the service to perform better 
in the future. However, I now question whether it was performed more for 
its legitimising effects. My frustration from this experience made me wonder 
what it must be like for service-user activists trying to have their voices 
heard.
WHY THE GAP?
Several reasons have been put forward to try and understand why there is 
a gap between service-user involvement and practice. Borg et al. (2009) 
identified several barriers preventing effective change. Firstly, they argued 
that medical professionals remain within the frames of biomedicine.
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including the objectification of symptoms, labelling and assuming causality 
within the individual. The influence of people’s everyday social and living 
situations is not given enough attention. This is despite evidence from 
service-users that the context of the person’s everyday life is central to 
recovery, (Pitt, Kilbride, Nothard, Welford, & Morrison, 2007). There is a 
fundamental difference therefore in how mental health problems are 
understood.
Secondly, Borg et al. argue that in mental health services, professionals’ 
word is considered authoritative and true. True knowledge’ is associated 
with having specialist knowledge, thus giving professionals unique power 
and control. Added to this, Fernando (2006) argues that in our society, it is 
the written word that is generally accepted as the basis for knowledge -  
especially when written in accredited journals reviewed by important 
people. The greater the prestige of the journal, the more power is carried. 
Evidence-based practice, he writes, is founded on this source of 
information . Evidence from what service-users say through other channels 
is not given as much value. This is demonstrated in the National Service 
Framework for Mental Health hierarchy of evidence-based practice which 
places expert opinion including that of service users, at the bottom (DoH, 
1999).
Lastly, Borg et al. write that concepts like mentalism and micro-aggressions 
are mentioned by service users as examples of what makes it difficult to 
realise a mental health service characterised by user perspective and 
involvement. Mentalism refers to the oppression of people who have been 
diagnosed with psychiatric disorders. Micro-aggressions refer to the 
multiple, small insults and indignities that the person suffers every day, and 
which overtime can wear an individual down (Kalinowski & Risser, 2005). 
The continued stigma and social exclusion associated with mental health 
problems demonstrates how these practices are entrenched in and outside 
of mental health services. Their debilitating affects serve to reinforce power 
imbalances.
In their exploration of the concept of ‘involvement’ in service-users and the 
government Hui and Stickley (2007) found different theories of power.
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Government literature demonstrated the constant sum theory of power 
through its emphases on ‘shifting power’ rather than on its creation. This 
theory proposes that power is finite and for one group to gain it, another 
becomes disempowered. In contrast, the non-constant theory of power 
does not require the passing of power from one place to another since 
power is seen as being infinite (Barnes & Bowl 2001). Service-users 
demonstrated both constant and non-constant theories of power. They 
concluded that subtle inferences may be drawn from policies, of how these 
might affect all those involved in service practice and development. These 
findings may help explain why power imbalances remain. Whilst wanting to 
gain service-users’ perspectives, the government may fear losing power. It 
may also explain why some practitioners are hostile to user empowerment 
(Berry ef a/., 2010).
Disputes over the term consumerism highlight a further barrier to service 
user empowerment. Consumerism is based upon the assumption that 
service-users have a choice of services, and through exercising choice can 
influence service provision. However, the NHS has yet to become a market 
of goods for individual consumers to pick and choose from. With particular 
providers holding the monopoly, service-users have little choice but to 
accept what is on offer, (Pilgram & Hitchman, 1999). Furthermore, service- 
users do not have the respect, power or legal protection of a consumer 
(Plumb, 1993).
WHEN INVOLVEMENT HAS BEEN EMPOWERING
The above would indicate involvement does lead to the continuation of 
power imbalances and that barriers remain preventing this being otherwise. 
However, there are example of where service-user involvement has been 
empowering, influential and enriching for those involved.
Service-Users Involved in Practice
Evidence from service-users suggests that there are services and 
professional groups which do value their involvement as equal partners, the
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consequences of which have been empowering. For example, Eaton
(2009) writes about a series of initiatives in an NHS Trust where service- 
user views are heard as equals amongst professionals. For example, 
interview panels for all new staff now include service-users who are able to 
veto appointments. They are also later involved in the employee’s 
appraisal. It is not just service-users who have written about meaningful 
involvement. Foster (2010) describes her experience of a local trust 
commissioning a family education and training programme. Volunteer 
carers were trained to deliver it in partnership with professionals. When the 
funding ran out, the carers had developed enough confidence from their 
involvement to be able to approach the primary care trust (PCT). This 
resulted in funding, with the programme being run entirely by carers. These 
examples suggest service-user involvement has been empowering, and in 
some instances, emancipatory.
Service-Users Involved in Research
One way that service-users are being involved in service development is 
through research whether as research partners (e.g. Hadfield, Brown, 
Pembroke, & Hayward, 2009) or as independent researchers (e.g. Walsh & 
Boyle, 2009). With the establishment of organisations such as INVOLVE 
and SURGE, the Department of Health has strengthened its commitment in 
this area, stating that service-users should be involved in all stages of 
research, (DoH, 2007). Evidence suggests this is happening and that the 
experience is emancipatory, with service-users becoming active agents in 
the research process rather than passive objects of study (Faulkner et al.
1998). Writing about their experience of being involved in research 
(Simpson & House (2003) describe the process being beneficial both 
personally (e.g., by empowering them and increasing their social contacts) 
and practically (e.g., by enabling them to earn money and learn new skills). 
Pembroke (2010) describes instigating research at an academic unit of 
psychiatry and finding the experience mutually enriching and informative for 
all those involved, whether as experts by profession or experts by 
experience. She writes: “There was mutual respect for our individual areas 
of expertise, we worked as equal partners” (p.9). In line with this, Hadfield
(2010) described the powerful influence working with a service-user had on
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her thinking personally, professionally and politically. Thus it appears that 
within research, collaboration between service-users and professionals is 
occurring so that both sides are on a more equal footing.
Service-Users Involved in Training
Service-users are involved to varying degrees in the training of mental 
health workers across disciplines. Indeed, there is growing evidence for the 
effectiveness of service user involvement in training in breaking down the 
‘us’ and ‘them’ divide. For example. Mental Health Student Nurses have 
demonstrated greater empathy toward service-users, post-training, (Rush, 
2008). They have also been observed to use more collaborative language 
towards service-users compared to others in their cohort not receiving 
service user input (Wood & Wilson-Barnett, 1999). Hayward, Cooke, 
Goodbody & Good (2010) wrote that they have learned more from service- 
users than from the rest of their training. Those doing the training have 
reported learning new skills, increased self-confidence and a genuine 
feeling of empowerment (Masters et al., 2002). If service-user involvement 
is to change power imbalances in mental health services it is vital that 
professions are challenged in the way they relate to service-users, starting 
from the very beginning of their training, (Tew et al., 2004). This is reflected 
in The Ten Essential Shared Capabilities document (DoH, 2004) which 
specifies the values and practices that all mental health workers should 
develop during prequalifying training, including working in partnership, 
challenging inequality and providing client-centred care. I wonder how 
widely this is actually being implemented. However, as user-involvement in 
training students grows, more people with enter their professions with at 
least an awareness of alternative non-biomedical discourses and ways of 
relating to service-users.
My Experiences in Training
Service-user involvement has been integral to how my university course is 
run. A paid representative ensures that service users’ and carers’ interests 
are taken seriously at every stage of training, (Riddell, 2010). Furthermore, 
I have had the honour of hearing service-users and carers recount their 
experiences of living with mental health problems and the involvement of
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mental health services. I was deeply moved by their stories. They taught 
me to take a critical approach to services and question my own 
contributions -  and from clinical psychology as a profession -  in 
maintaining disempowering discourses. As a consequence, I spend longer 
listening to service-users when I am working with them and am much more 
careful about the language I use and the assumptions I jump to. Teaching 
that has included service-users and carers has proved much more 
engaging and enriching. It is disappointing that this form of collaborative 
teaching has not been present in more of my training.
Payment
Stickley (2006) uses the exploitation of unpaid service-users as an example 
of practices reinforcing power positions. Unpaid service-users negotiating 
with salaried NHS staff do so from a position of economic powerlessness. 
This can affect their confidence, self-esteem, and consequently, their style 
of negotiation, (Pilgrim & Hitchman, 1999). Since the article was written 
however, many service-users are being paid for their services. This is an 
indication that involvement is becoming a more valued role within services.
Alternative Discourses
Whilst a biomedical model may dominate many arenas in mental health 
services, there are alternative discourses that think differently about mental 
illness. For example, ‘Recovery’ is an idea that has emerged from the 
expertise of people with lived experience of mental illness. It involves the 
development of new meaning and purpose in one’s life as one grows 
beyond the catastrophic effects of mental illness (Anthony, 1993). The 
philosophy underpinning the Recovery model is that of genuine 
collaboration between professionals and service-users, where information 
and power are shared, where each party is treated with respect and dignity 
and where differences of opinion and belief systems can co-exist, 
(Thornhill, Clare, & May, 2004). Recovery has been hugely influential in my 
training and in a growing number of services around the country, (e.g. 
Kelly, Wellman, & Sin, 2009). Even within in the world of psychiatry many 
are questioning the authority of biomedical frameworks. The growth of 
interest in the profession in the Critical Psychiatry Network is evidence of
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this, (Bracken & Thomas, 2009). Furthermore, government priorities are 
now including more recovery-oriented practice, (The Future Vision for 
Coalition, 2010). Service-users have been central to the development of 
this model and its influence in services as it has come directly from their 
experiences. It could be argued therefore, that service-user involvement is 
helping to strengthen this alternative discourse and as such, change long­
standing power imbalances.
CONCLUSION
There is a spectrum in the quality of service-user involvement. Many in the 
service-user movement continue to express their anger at the lack of 
genuine progress by services, (e.g. Campbell, 2006). In many arenas of 
mental health care involvement is tokenistic, with service-users there to 
endorse current practices. At best they are there to be consulted, rather 
than as equal partners. In these contexts it would be justifiable to say that 
involvement is perpetuating power imbalances. However, this practice is 
not universal. Examples exist of service-users being heard and shaping 
how services are run, especially in the arenas of research and training. The 
barriers are not obviously present in these circumstances. The difference 
appears to be due to differences in philosophies and attitudes of those 
involved. Where service-user involvement is empowering, people are 
treated as equals, with equal expertise to offer; Understandings of mental 
illness are richer and less stigmatising. Here the dominant discourse is one 
of personal recovery. The question is whether these examples remain 
exceptions or become part of a movement towards wide-spread change. I 
am hopeful of the latter. As Harper (2010) highlights, the rights and voice of 
service-users is a key part of successive government agendas and is 
therefore, not likely to dissipate. On the contrary, legislation and policies in 
this area are growing. The government’s desire to increase the role of the 
private sector means there is a gap in the market for service-user led 
providers. However, as has been discussed, policy and legislation alone 
will not lead to changes in practice. And it is difficult to see how genuine 
partnership -  in short a thorough adjustment of the balance of power -  can 
occur without complex legal and ideological shifts, (Pilgrim and Hitchman,
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1999). What is clear, is that many service-user and carer activists believe 
that this can be achieved through the collective action of service-users and 
like-minded professionals building alliances and challenging power 
inequalities, (Campbell, 2006); and as someone with little experience in the 
area of trying to change oppressive discourses, I take my lead from them.
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PROBLEM BASED LEARNING REFLECTIVE 
ACCOUNT I
The Relationship to Change
Year 1; March 2010
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The Original Problem
The Problem Based Learning exercise was presented to our cohort with the 
title: “The Relationship to Change". We were then assigned to discussion 
groups consisting of eight trainees and a facilitator. Each group was 
instructed to use the title as the basis for discussion that would result in a 
presentation to be given to the rest of the year group.
Our group began approaching the problem by brain-storming any ideas that 
came to our minds concerning ‘the relationship to change’. We then 
decided as a group to each research one of the areas that came out of the 
brain-storming exercise. Our initial research brought a wide variety of 
information and themes concerning change. Each time we met, decisions 
were made regarding what area of ‘change’ brought to the group to 
develop, and what to disregard. This decision making process was based 
on what people found most interesting, how much there was available on 
the subject, and how well it lent itself to a presentation format. Inevitably, in 
a group of eight, this meant much of what people brought for discussion 
was disregarded by the group. During this process, I experienced a strong 
conflict between wanting to work co-operatively with others and wanting to 
be able to shape the direction and content of the presentation. However, I 
was aware that the philosophy behind the problem based learning task was 
not to learn through competition, but through collaboration. I therefore rated 
the content of the presentation less important than the process of working 
collaboratively and producing an end result. Trying to control the direction 
of the discussions was I felt to miss the point of the exercise. However, it 
did take some practice before I could really appreciate this point. Having 
worked with a number of different people within a clinical setting, I have 
experienced this same struggle. Sometimes a client will have their own 
formulation of a problem that is different from mine, or they may be 
reluctant to try new ways of problem-solving; this maybe particularly so, if 
they have invested a lot of time and energy into their beliefs and coping 
strategies. Leahy describes in his ‘sunk-costs’ theory, “individuals are more 
likely to continue in a course of behaviour the greater the prior cost 
[investment] has been”, (Leahy, 2001). Knowing how much I invested in 
reading on a topic only to see it not be included in the final presentation, I 
can appreciate that for many individuals, it is a struggle to abandon a
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behaviour or belief that they have held for many years. Furthermore, this 
experience highlighted to me need to relinquish control during therapy 
sessions if I am to work collaboratively with clients.
The Group Process
When we first met as a group, I felt uncertain both about the task and the 
group I was a part of. The title “The Relationship to Change” was 
deliberately ambiguous which made the task appear more daunting to me. I 
was also unsure of how we would work as a team as this was new for all of 
us and I didn’t feel familiar with everyone in our group. This uncertainty 
made me look towards the facilitator for guidance. Her presence as 
someone who knew the task well and had observed past groups grapple 
with the same ‘problem’ reassured me. This behaviour reminded me of my 
own experience of being in therapy, especially the first session; meeting the 
therapist for the first time; not knowing what the therapy would look like 
being unsure of what would be expected of me. I have therefore tried to 
keep these experiences of uncertainty in mind when working with people in 
my current clinical placement. I was fortunate in that I had a loving and 
supportive family when I decided to seek professional help. This made it 
easier for me to take the risk of doing something new by seeing a therapist. 
How much more difficult and risky must it be for someone engaging in 
therapy who does not have the same security of social support in their life? 
These thoughts make me appreciate just how important the therapeutic 
relationship is in providing the client a safe space in which to working 
through their difficulties.
It was felt by many in the group that the presence or absence of the 
facilitator influenced how the team worked. Whilst the authoritative figure 
was present, many were conscious of being observed and tended to look 
for reassurance and guidance. Group ownership of the task developed 
when the facilitator was not there to turn to. I have noticed similarities 
between this process and when working with individuals in therapy. On 
occasions I have wished to be there with an individual when they are trying 
something new which I know will produce immediate distress. I wish to offer 
reassurance and encouragement. However, experience in this group helps
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remind me that my absence is likely to be beneficial for them in the long run 
and not a hindrance.
I felt as a team we worked well together. From a group discussion towards 
the end of our time together, I learnt that these positive feelings were 
shared by all. I think that there were a number of factors that contributed 
towards this mutual feeling of success. Firstly, as a team we were generally 
very good at making group decisions. This helped keep a good momentum 
to our discussions and enabled the work to progress. There were particular 
individuals in our group that were very task-focused and skilful at 
encouraging others to be so too. I really appreciated this. It ensured we 
were working efficiently and productively. However, it is worth noting here 
there were times when the pace of our progress appeared slower than 
others. This may reflect the process of therapy for clients and therapist. In 
some sessions there may be feelings of frustration that progress is slow, 
whereas during others it may feel like a great deal has been achieved.
A second reason why I believe our group worked so well, is that all of us 
seemed to appreciate the importance of working collaboratively; 
specifically, I was aware that fairness was implicitly fundamental to how we 
interacted with one another. For example the roles of Scribe and Chair 
were rotated each week and there was an eagerness to ensure in our 
meetings that each person was given an opportunity to speak and be 
heard. Furthermore, as discussed earlier, there was a general consensus 
by all that no one person could dictate how the task progressed. Decisions 
were made on a democratic basis. I wonder whether working this way 
would have been as easy if the specifics of the outcome were more 
important than the process of working together. From my clinical 
experience of working with people with Learning Difficulties, I remember 
occasions where decisions about an adult’s life would be determined in 
team meetings. Professionals often disagreed and the decision-making 
process was difficult when one party felt the outcome would be detrimental 
to the person in question.
A third reason contributing to the group’s success was that unusual ideas 
or different ways of contributing were valued. For example, for the
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presentation, one member became very enthusiastic about being creative 
with the use of 'props'. My initial response was to question how useful this 
would be. However, as a group we were open to using this idea. The result 
was a beautifully created giant remote controller that produced a fantastic 
response from the audience and really added to the quality of the 
presentation. This experience taught me how working in a group can 
produce richer and more diverse results than working alone. It also taught 
me the value of risk-taking. Giving people the freedom to pursue their own 
ideas of approaching a problem can prove more successful than dictating 
your own.
Lastly, there was a lot of humour during our discussions, especially around 
our common experience of the course teaching. I feel this helped motivate 
us and bond as a team. In fact this along with the other factors discussed 
all helped to building a strong group cohesiveness and sense of identity.
When reflecting on my own contributions to the group, I feel I was able to 
contribute in various levels, but perhaps most noticeably, I felt confident in 
speaking and offering my opinions. This was especially evident at the 
beginning of the task. I felt some individuals were more bashful and less 
certain about the value in what they had to offer. On discussing this as a 
group, I feel I helped to encourage others to be more confident in what they 
had to offer by validating their contributions. My ease of offering opinions 
however, can have its weaknesses. On several occasions, I noticed that if 
the Chair was not clear in exercising their role, I had a tendency to begin 
doing it for them. Tactful feedback early on from one of my team members 
helped to highlight this to me and I was able to practice curbing my 
behaviour as the task progressed.
The Presentation -  “Resistance to Change”
Our presentation was on “Resistance to Change”. I felt I learnt a lot of really 
useful information from our researching of the subject. For example, Leahy 
(2007) stresses the importance of validating the distress a person is 
experiencing. This has helped me to recognise that patients do not always 
immediately want their problems solved, but need to have their emotional
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struggle recognised and appreciated. 1 am aware that on the academic side 
of the course a great deal of value is placed on being productive and 
‘doing’. I am aware of its given value even in this reflective account. 
However, from what I have learnt from the contents of our presentation, I 
am learning to be mindful that in therapy, the pace of working has to adapt 
to the individual in the room; after all, it is them that have to make the 
changes in their life, not me.
The presentation itself began with a visual aid showing the process of how 
we had come to choose this topic. This was followed by a sketch where 
different theories of resistance were presented along with ways in which it 
could be overcome. The sketch was a humorous take on our experiences 
of course teaching. The presentation then ended with our group’s 
reflections on the process of working as a team. From a group discussion 
as a team, it was mutually felt that the presentation was delivered well and 
we were proud of our achievement. Hearing the audience laugh was 
rewarding and I felt pleased that we had been able to emotionally engage 
them.
Watching the other groups’ performances was equally as enjoyable, but 
also taught me more about group processes and dynamics. What intrigued 
me was how very different they were from ours and one another. I noticed 
that the level of personal disclosure varied widely as did the degree of 
group reflections. One presentation for example had decided to focus on 
their personal experiences of change. I found this touchingly honest and 
moving. Another group had decided to make reflections of the group 
process central to their presentation. In contrast, our group did not touch on 
personal experiences of change and we left group reflections to the last 
meeting. Why had this been so? Our avoidance of self-reflections and 
disclosures was later discussed by our group. It was felt by some group 
members that they did not feel comfortable enough discussing personal 
experiences. This was similarly the case with reflecting critically about our 
group. The risk of falling out, felt too high for many to feel safe enough to 
risk conflict.
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When reflecting on this task and how it has influenced the way in which I 
view experiences in my clinical work, I realise that it has been not only 
enjoyable, but a really valuable learning experience. I am sure that I will 
continue to draw from it in the future in my personal and professional 
development.
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PROBLEM BASED LEARNING REFLECTIVE 
ACCOUNT II
Child protection, domestic violence, parenting, 
attachment and learning disabilities
Year 2: February 2011
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The Original Problem
The Problem Based Learning exercise was presented to our cohort with a 
vignette about a child protection case. A couple with learning disabilities 
were fighting for their children to remain with them and a large professional 
network of legal, social and mental health services were involved. Details 
of the couple’s family and relationship history were provided, along with the 
views of various parties involved in the case. As a cohort, we were 
informed that we had been asked to conduct a full risk assessment and 
develop a rehabilitation plan for the children. We were instructed to work in 
our personal and professional development (PPD) groups to address this 
problem with a view to giving a presentation to the rest of the year group. 
Prompt questions were given to aid discussions and expand our thinking 
about the problem.
I had a mixed response to being presented with this exercise. I found its 
complexity and clinical relevance interesting. My positive experience of 
working as a group and presenting in the first year gave me confidence in 
our group’s ability to do so again. However, I also remember feeling 
apathetic about the task. I wonder whether this was because I was 
confident and did not perceive it to be particularly challenging. Furthermore 
the exercise came at a time when my energy levels were feeling drained by 
a succession of deadlines and I was irritated that this increased my work 
load. These responses affected how I engaged in the task, which I later 
came to appreciate proved unhelpful for others.
The Group Process
Our group approached the exercise with individuals voluntarily allocating 
themselves to exploring one of the prompt questions. Mine was related to 
child protection, psychologists and the legal system. I enjoyed discussing 
the vignette during our meetings but was less enthusiastic about 
undertaking extra work outside of these times. Consequently I did not 
contribute much when sharing information we had gathered and tended to 
leave any work until the last minute. During one of the early meetings a 
fellow group member expressed anger and frustration that I and others had 
not prepared their share of the work. We apologised and I was truly sorry
Academic Dossier: Problem Based Learning Reflective Account II 57
that I had caused this person distress, in articulating their feelings, this 
person paved the way for the group to reflect on its dynamics and our 
individual behaviour. Many of us were apathetic towards the exercise and 
not prioritising our PPD work. We were more concerned with reaching 
deadlines that we deemed of greater importance. The group member that 
became angry did not view the exercise in this way. They were 
conscientious of getting the work done and being on target for when we 
had to give the presentation. This individual was appreciated by the group 
for their ability to remain task focused and for their skills at chairing and 
decision-making. I think therefore, many of us had inadvertently looked to 
this person to lead and carry the weight of responsibility for our progress. 
Conversely, it may have been that this individual underestimated our ability 
to progress if they did not step in, leading them to ‘take charge'. 
Interestingly, this person is the eldest child in their family. I wonder whether 
they were bringing a role to the group that felt secure and was familiar to 
them elsewhere. Looking back now, what appeared to have developed 
were patterns of interaction that resembled a parent-child-like relationship 
between this individual and others (me included) in the group. I wonder 
whether being in this parental role made it easier to speak out because it 
was keeping in-line with expectations of a parent. This makes me wonder 
whether others in the group have experienced similar frustrations, but not 
felt able to express them so openly due to the group dynamics or because 
of particular familiar roles they may bring with them into the group. This is a 
discussion I should like to have with the group as I’m aware that voicing 
disagreement is something some of us find easier than others.
As a consequence of our discussion, I and others were more conscientious 
in volunteering. Likewise, the person who had originally inhabited a 
parental-like role took a step back so that the responsibility for the 
presentation was spread more evenly. As a result, the energy changed 
within the group. People became more committed, productive and positive. 
Following our reflections, I thanked the person for articulating how they 
were feeling. It taught me the importance of being mindful of how my 
behaviour affects group dynamics and the wellbeing of group members. 
After sharing our ideas and research our group discussed how to present 
what we had learnt. We reflected on last year’s PBL presentation. It was
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mutually felt that the presentation had been delivered well and we were 
proud of our achievement. Keeping the audience and ourselves 
intellectually and emotionally engaged had been important and we wished 
to replicate this for our current presentation. We wanted to feel everyone 
had learnt something and been entertained. There appeared to be a mutual 
agreement that using PowerPoint to communicate our research findings 
and conclusions would achieve the first of these. How to achieve the 
second however, proved more controversial. Last year humour and acting 
had been our mediums. This led one member to suggest presenting our 
work in the style of the Jeremy Kyle show. This is a notorious television 
programme in which members of the public attempt to resolve issues with 
others that are significant in their lives in front of a live audience and a 
confrontational presenter. Guests tend to be vulnerable adults from poor 
socio-economic backgrounds who are portrayed in a negative light. This 
was picked up by other group members as being a funny and entertaining 
idea that would allow us to be creative and act out the various individuals 
mentioned in the vignette. However, not everyone was comfortable with this 
idea. I and another group member felt that it seemed derogatory towards 
the lives we were discussing, it would cheapen anything we had to say. I 
think the enthusiasm for it came from a wish to make people laugh and an 
oversight by some of what this would communicate about how we valued 
these people and their problems. Service-users have mentioned 
entrenched practices both in and outside of mental health services which 
perpetuate stigma, social exclusion and reinforce power imbalances (Borg, 
Karlsson, & Kim, 2009). By discussing individuals in this way, perhaps we 
were guilty of doing this very thing. I wonder what other prejudices we 
might hold as individuals towards others.
In addition to the above, our Jeremy Kyle discussion highlighted the value 
of conflict in group work and diversity of thought. In our case, dissenting 
views led to a more creative sensitive way of presenting which balanced 
respect for the subject matter whilst incorporating humour. It also appeared 
to encourage others to be more confident about voicing their opinions. 
Indeed sometime after our PBL exercise two group members identified the 
value of witnessing someone who finds dissenting difficult do so. It gave 
them the courage to be more open in groups. Studies on group behaviour
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have found similar processes. For example Troyer and Youngreen (2009) 
showed that conflict can help generate innovative solutions to ill-structured 
problems, and if properly managed is critical to the avoidance of groupthink 
(i.e., the tendency to minimize conflict and reach consensus without 
critically testing, analyzing, and evaluating ideas, (Janis, 1972)). This 
experience has made me appreciate the importance of professionals 
working in teams feeling able to disagree with one another. Power 
imbalances and fear of the consequences of dissenting can make this 
difficult. However, I hope that by valuing its presence I may be able to set 
an example or encourage others to do so. I currently do not work in a 
multidisciplinary team, but hope that on future placements I may put what I 
have learnt into practice.
The Presentation -  “Panorama Investigates. Parents with a Learning 
Disability: Who Should Look after My Children?”
Our presentation was entitled “Parents with a Learning Disability: Who 
should look after my children?” It was delivered in the style of a Panorama 
documentary, complete with themed music and visuals. Roles included a 
narrator, presenter, husband and wife, grandparent, social worker, court 
reporter and clinical psychologist. Some group members gravitated towards 
playing characters that allowed them to express views on topics which they 
had been researching. For example, one group member wished to play the 
part of the grandparent after looked into grandparents' fostering. I 
volunteered to play the husband; someone with a learning disability and a 
history of hitting his wife when drunk. I chose this one, not because of the 
research I had read, but because I was keen that he be portrayed 
humanely. I did not want him to be reduced to a stereotype that the 
audience could not care about. On reflecting on why I felt so strongly about 
this, I thought of discussions with my brother. His research concerns the 
relationship between men’s mental health and their risk-taking behaviour, 
(whether sexual, domestic abuse or drugs). He believes not understanding 
or engaging with men under these circumstances is detrimental to them 
and those lives affected by their behaviour. I think it was his voice I was 
hearing when I chose to play the husband. In addition to this, I think there is
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also a strong need in me to feel understood and not judged that motivates 
me. Perhaps this is what drew me to this profession.
The views of family members and professionals were elicited in interviews 
with the presenter. These allowed us to explore the different perspectives 
of those involved and the various problems that they face. This, in turn, 
helped us to develop better and hopefully more useful recommendations. I 
think the interviews were done sensitively and communicated the 
complexity of the situation, whilst the humour we wished to bring was 
directed at the nature of documentaries.
I really enjoyed giving our presentation and felt proud of our achievement. 
Hearing the audience laugh was rewarding and I felt pleased that we had 
been able to emotionally engage them. From a group discussion as a team 
it appeared this was mutually felt by all. Watching the other groups’ 
performances was equally as enjoyable, but also taught me more about 
group processes and dynamics. After the first year PBL presentations I 
noticed how different the group presentations were from one another. This 
year, the same was also true, but in contrast, the presentation styles within 
each group over the two years, were very similar. I wondered whether this 
was because groups were connecting in the same way and had developed 
familiar patterns of interaction. I would describe our group’s presentation as 
informative and playful. Perhaps this reflects the way in which we worked 
as a team -  being task focused and creative; as well as reflecting the 
dominate values that are held in our group. Other group presentations were 
very reflective and focused on group processes. We left our group 
reflections to the end of the presentation. We discussed as a group whether 
we were drawn towards being humorous and task-focused because it felt 
safe and avoided discussing underlying conflict. There may be some truth 
in this. Towards the end of our first year together many expressed feeling 
uncomfortable discussing personal experiences or making criticisms. The 
risk of falling out, felt too high for many to feel safe enough to risk conflict. 
However, in this PBL task, we did experience conflict and discuss group 
processes, (suggesting we have developed as a group); we just chose not 
to focus on this in our presentation. I believe this is because -  being task- 
focused -  this was not what we had been explicitly asked to do.
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Furthermore, some group members felt discussing our group in this way 
would not be the most interesting way of presenting to others; and I agreed.
In response to our discussions in the first year, our group has introduced 
experiential time in PPD group meetings to try to create a safe space where 
we can think more reflectively and psychodynamically. This part of our 
meetings has proven really popular amongst us, and significantly changed 
how we relate to one another and ourselves. Even though this was in its 
infancy when we began our PBL exercise, I believe it helped us in being 
able to think more reflectively about our group and facilitate greater 
openness during our task. Indeed, it has been out of one of these meetings 
that I learnt from others that they had valued my ability to be task-focused. 
This was appreciated as we discussed how many in the group tend to 
become distracted. I also learnt that I helped to facilitate reflective 
discussions within the group by thinking about underlying processes that 
may be at play. I think these qualities have been nurtured by my parents. 
Due to the nature of their upbringings and professions, they tend to be task- 
focused and reflective about relationships within their lives.
Conclusions
I am aware of the importance of linking this experience with my clinical 
work. Yet I am struggling with knowing how my clinical work has influenced 
this task and vice versa; this maybe because I do not currently belong to 
one multidisciplinary team. Yet I would welcome it. Both my PBL 
experiences have taught me how working in a group can produce better 
results than working alone. Problem-solving can be easier as you have a 
greater pool of knowledge to draw from. 1 have noticed that I tend to 
consider the family around those I am working with, both in terms of their 
needs, and as a source of support to draw on. It may be that this 
development has grown from my PBL experience. Furthermore, I do all my 
communicating with other professionals through letters or via telephone. 
This has proved really difficult at times. I wonder whether this experience 
helped me appreciate just how hard it must be to co-ordinate and hear the 
perspectives of all those involved in complex cases like this child protection 
one. Thinking about it now, this PBL exercise has taught me how important
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the role of a Psychologist is in being able to think holistically in our 
formulations and recommendations. Given the current political drive to 
reduce the number of psychologists in preference for cheaper mental 
health workers, perhaps this is a learning point worth remembering.
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PERSONAL AND PROFESSIONAL LEARNING 
DISCUSSION GROUP PROCESS ACCOUNT I:
SUMMARY
Year 1: September 2010
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SUMMARY
This discussion is a reflective account of my experiences in a personal and 
professional discussion group. The group consisted of 8 first-year Trainee 
Clinical Psychologists and a facilitator which met fortnightly over a period of 
ten months. During this time we completed a problem-based-learning (PBL) 
exercise, explored our family genograms, discussed therapeutic work and 
shared our experiences on placement. I experienced uncertainty about the 
group when we first met and looked towards the facilitator for guidance. 
This made me appreciate the importance of therapeutic relationship. I 
found the PBL exercise a positive learning experience from which the group 
developed a strong sense of cohesiveness and identity. However, I later 
questioned some of the dynamics in the group and whether people felt 
open to voice dissenting views. Later in the year the purpose of our 
meetings became less clear and I felt the value in them suffered as a 
consequence; highlighting the importance of shared goals. People 
expressed reluctance to discuss personal experiences and within-group 
dynamics citing a lack of conflict within the group and feeling the meetings 
did not provide a containing environment. The group helped me to 
challenge my prejudices and develop an understanding of the different 
styles of communicating. I hoped I contributed to other’s development by 
highlighting potential gender dynamics. Whilst we may have lacked 
diversity on lines of gender, age and ‘ethic origin’, our family histories and 
life experiences demonstrated the variation between us. Our last meeting 
explored how we could make our meetings more meaningful.
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PERSONAL AND PROFESSIONAL LEARNING 
DISCUSSION GROUP PROCESS ACCOUNT II:
SUMMARY
Year 2; July 2011
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SUMMARY
This discussion is a reflective account of my experiences in a personal and 
professional discussion group over a period of two years. In the beginning I 
experienced uncertainty about the group when we met and drew on this 
experience when run a psycho-educational group in my first year. I found 
the PBL exercise a positive learning experience from which the group 
developed a strong sense of cohesiveness. However, I later questioned 
whether individuals felt able to voice dissenting views and personal 
experiences. The meetings did not provide a containing environment. 
Without clear goals and structure the purpose of our group became unclear 
and the value in meeting suffered. By the end of our first year we decided 
to divided our meetings into a ‘business’ half and an experiential half. This 
format proved popular and helped create a safe psychological space for 
individuals to be more open with their thoughts and feelings. During the 
business half an ethical dilemma led me to hold a more critical position of 
the NHS and NICE. During the experiential half I learnt to be mindful of how 
my behaviour impacts on others and I saw a shift in my thinking from an 
individual, self-focused level to more of a group-process level. This 
influenced my participation in multidisciplinary teams. By the end of our 
second year our group came to really value our meetings.
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CLINICAL DOSSIER
The clinical dossier starts with an overview of the three years of clinical 
experiences gained during training. The detailed placement contracts, log 
books, placement evaluations and feedback forms can be found in Volume 
Two.
The placement overview is followed by summaries of the five clinical case 
reports, one of which was an oral presentation of the author’s clinical work. 
The five reports represent a variety of presenting difficulties, therapeutic 
formulations and approaches to clinical work with clients at different stages 
of the lifespan. One of these case reports is a neuropsychological 
assessment. The full case reports can be found in Volume Two.
The material presented here has been made anonymous and all potentially 
identifying features modified. All the individuals provided informed written 
consent for the use of their personal case details in this way.
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OVERVIEW OF CLINICAL PLACEMENTS
November 2009 -  September 2012
YEAR 1: Adult Mental Health (November 2009 -  September 2010)
Setting: NHS Primary Community Mental Health Team (PCMHT). 
Comprising of a variety of professionals, this service offered specialist mental 
health services to adults aged eighteen to sixty-five years old.
Experienced Gained: I facilitated a psycho-educational group with a mental 
health nurse for six individuals with a diagnosis of bipolar disorder. The 
group ran over a period of nine weeks. I undertook twenty two individual 
assessments, for both therapeutic work and the group. Three of these 
have involved psychometric testing (including the WAIS-III, WMS-III, 
AMIPB and the WTAR). I was involved in Asperger’s and learning disability 
screenings. I also administered various standardised measures such as 
the CORE and the HADS. I saw nine clients for individual therapeutic work 
drawing on cognitive behavioural (CBT) models. People sought help with a 
variety of distressing problems including anxiety, depression, difficult life 
circumstances, and physical health problems. People’s distress ranged 
from severe and enduring to mild and transitional. I saw one person at his 
home, the rest were seen at the service. I attended team meetings and 
completed a service related research project whilst there on service-users’ 
evaluation of the service. I gave a presentation on psychometric tools for 
assessing people with a personality disorder diagnosis in a regional 
psychology meeting. I received two hours direct supervision a week. Lastly,
I attended a carer’s support group to listen to the experiences of carers.
YEAR 2: Older People (October 2010 - March 2011 )
Setting: NHS Psychology Department for Older People linked with six 
community mental health teams. This service was responsible for providing 
psychological services for older people aged sixty five and above with a 
range of mental health needs.
Experienced Gained: I undertook nine individual assessments. Three of 
these involved psychometric testing for possible Alzheimer’s disease.
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Vascular Dementia and Parkinson’s dementia (tests included the KBNA, 
VOSP, WAIS-IV, D-KEFS, WTAR and WMS-IV). I also administered 
various standardised measures such as the AAQ-II, CORE and the HADS.
I saw nine clients for individual therapeutic work drawing on cognitive 
behavioural (CBT) models and acceptance and commitment therapy (ACT). 
People sought help with a variety of distressing problems including memory 
problems, anxiety, depression, difficult life circumstances, and physical 
health problems. People’s distress ranged from enduring to mild. I met with 
people at their own homes and in the service. I attended psychology 
meetings and gave a presentation on ACT in a regional psychology 
meeting. I received an hour and a half direct supervision a week. Lastly, I 
attended a carer support group run by the Alzheimer’s society to listen to 
carers’ experiences.
YEAR 2: People with Learning Disabilities (April 2011 -  September 
2011)
Setting: NHS Community Team for People with Learning Disabilities 
(CTPLD). Comprising of a variety of mental health professionals, this 
service was responsible for supporting adults with a learning disability and 
their carers.
Experienced Gained: I undertook a range of work with eleven clients, 
carers and staff. Three of these involved psychometric testing for possible 
Alzheimer’s disease (tests included the NAID, HALO, Vineland Maladaptive 
Subtest, CAMCOG-DS, BPVS, WAIS-III, ABAS-II). The clinical work was 
undertaken predominately from behavioural and narrative / systemic 
approaches. I met with people in their own homes, day centres and the 
service. I co-worked with two psychologists for family therapy. I attending 
team meetings and gave a presentation on the importance of considering 
the physical environment. I had two hours supervision per week. I worked 
with people with a variety of mental health problems including physical 
health problems, depression, anxiety, challenging behaviour and 
relationship difficulties. Lastly, I attended a day centre to listen to people 
with a learning disability diagnosis discuss various issues relating to their 
diagnosis and the wider community.
Clinical Dossier: Overview of Clinical Placements 70
YEAR 3: Children and Families (November 2011 -  September 2012)
Setting: Family Advice and Support Service (FASS). This service was 
responsible for supporting children and adolescents up to the age of 
eighteen with a range of mild to moderate emotional, behavioural and 
mental health difficulties. The service was provided by a borough council.
Experienced Gained: I offered consultations to thirteen children, families or 
teachers, majority of whom I went on to meet with for further therapeutic 
work. I drew on CBT, narrative and family therapy approaches. Two 
families I met with a family therapist. I also met with two children to 
administer psychometric tests to assess for learning difficulties (tests 
included the WISC-III). Children and families were experiencing a variety of 
problems including anxiety, depression, difficult life circumstances, 
relationship difficulties and challenging behaviour. I also completed three 
Asperger’s screenings. I met with people at schools and at the child 
service.
YEAR 3: Advanced Competencies (November 2011 -  September 2012)
Setting: Systemic Family Therapy Service. This specialist service offered 
systemic family therapy to adults and their families who were experiencing 
severe mental health problems.
Experienced Gained: I worked with three families and eleven couples. Five 
of which I key-worked in the therapy room and nine of which I co-worked 
behind a screen with a family therapist. Couples and families varied in their 
presenting problems. One couple I key-worked as part of a supervision 
group, with other trainee clinical psychologists and a family therapist co­
working with me behind a screen. I also administered the SCORE-29 to 
families. I attended team meetings and co-facilitated a workshop for other 
professionals on systemic family therapy. Lastly, I shadowed an Assertive 
Outreach Team for a day including attending a social support group.
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ADULT MENTAL HEALTH CASE REPORT I: SUMMARY
Cognitive Behavioural Intervention with a Man 
Presenting with Depression
Year 1: May 2010
All material within this summary has been made anonymous to 
protect client confidentiality. As such, all potentially identifying 
features have been modified.
Written consent for the use of personal case details was obtained in 
advance of writing this summary.
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SUMMARY
David was a thirty-something year old man with recurrent depression who 
was referred by his GP to a PCMHT service for support. Initial 
Investigations revealed that he was experiencing depression. Dynamics in 
his family and bullying at school appeared to have made him vulnerable to 
developing a mood disorder. Past efforts to improve his mood appeared to 
stem from a desire to feel valued by others rather than from his own sense 
of self-worth. The trigger for his recent episode of low mood came from no 
longer having an external reason to motivate himself. The initial formulation 
identified his social isolation and a lack of daily routine as maintaining 
David’s depression. Using a CBT model, treatment focused on a) 
increasing rewarding and productive behaviour and b) identifying and 
assessing the accuracy of his negative thoughts. Rumination, high 
expectations and fear of failure caused David to struggle with making 
changes to his life. By session twelve he was sleeping more to a routine 
and managing to eating regularly. However, whilst his mood had improved, 
scores on a self-report measure indicated he was still depressed. In 
reformulating his depression, issues concerning David’s social anxiety, 
sexuality, interpersonal relationships, and the therapeutic relationship, were 
identified as contributing to his depression. This indicated that further 
therapy would benefit from drawing on therapeutic approaches other than 
CBT.
Clinical Dossier: Adult Mental Health Case Report I: Summary 73
ADULT MENTAL HEALTH CASE REPORT II:
SUMMARY
Cognitive Behavioural Intervention with a Woman 
Presenting with Anxiety
Year 1: August 2010
All material within this summary has been made anonymous to 
protect client confidentiality. As such, all potentially identifying 
features have been modified.
Written consent for the use of personal case details was obtained in 
advance of writing this summary.
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SUMMARY
Cheryl was a forty-something year old woman referred by her GP to a 
PCMHT service for support with paranoid thoughts. Initial Investigations 
revealed that she was experiencing social anxiety. Her goals were to return 
to work and effectively manage her ahxiety. The initial formulation identified 
avoidance, safety behaviours and unhelpful thinking patterns as 
maintaining her anxiety. Drawing on Clark and Wells’s (1995) CBT model of 
social phobia, treatment focused on a) psycho-education, b) graded 
exposure c) phasing out safety behaviours d) modifying unhelpful thinking 
patterns and e) progressive muscle relaxation training. By session 11 
Cheryl had reached her goals and scores on self-report measures indicated 
she was no longer experiencing clinical anxiety. A good therapeutic 
relationship, Cheryl’s readiness to confront her fears and regular 
completion of work outside sessions were identified as contributing to her 
success. In reformulating her anxiety, factors were identified which 
suggested a greater vulnerability to experiencing mental health problems 
than originally had been appreciated.
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Older People's Mental Health Case Report: Summary
Neuropsychological Assessment for a Woman 
Presenting with Memory Problems
Year 2; April 2011
All material within this summary has been made anonymous to 
protect client confidentiality. As such, all potentially identifying 
features have been modified.
Written consent for the use of personal case details was obtained in 
advance of writing this summary.
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SUMMARY
Iris was a 74 year old woman presenting with depression and memory 
problems who was referred by her psychiatrist for a cognitive psycho­
neurological assessment. The psychiatrist suspected a vascular aetiology. 
During an interview, Iris and her family reported confusion, memory 
problems and stroke-like symptoms, but improved mood. Iris had a 
personal and family history of cardiac problems. An EGG revealed 
evidence of small vessels disease. It was hypothesised that she had a 
neuropsychological profile consistent with Vascular Dementia. Iris 
completed a mental health screening measure (HADS), and assessed for 
estimated premorbid functioning (WTAR), general intellectual functioning 
(WAIS-IV), verbal fluency, orientation and attention (KBNA), executive 
functioning (D-KEFS), word finding (Graded Naming Test) and memory 
(WMS-IV). Results found Iris showed significant impairment in more than 
one cognitive domain that was interfering with her everyday life. This 
represented a significant decline from her estimated premorbid levels and 
provided evidence of possible vascular dementia. However, contrary to the 
hypothesis Iris showed problems encoding and retrieval; a presentation 
more typically seen in people with Alzheimer’s dementia. It was possible 
her difficulties encoding could have partly be explained by problems 
sustaining attention. Nevertheless it could not be rule out that Iris may have 
been displaying a mixed picture of dementia. Her cognitive difficulties could 
not be explained by low mood. Recommendations were made after 
feedback the results and limitations of the assessment are discussed.
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LEARNING DISABILITIES ORAL PRESENTATION OF 
CLINICAL ACTIVITY: SUMMARY
Engaging with Carers
Year 2: September 2011
All material within this summary has been made anonymous to 
protect client confidentiality. As such, all potentially identifying 
features have been modified.
Written consent for the use of personal case details was obtained in 
advance of writing this summary.
Clinical Dossier: Learning Disabilities Oral Presentation o f Clinical Activity: 
Sum mary 78
SUMMARY
Frank was a 60 year old man with Down’s syndrome who lived in supported 
living accommodation with four other people. He was referred by his GP 
due to concerns from his staff regarding his behaviour. I met with Frank and 
his home manager, and spoke to his family and day services. From our 
conversations I decided to conduct a dementia assessment. I concluded 
that Frank’s behaviour was probably related to the onset of dementia and a 
need for more structured activities. Following this, I met with staff and 
discussed possible ways of engaging Frank in activities. I also provided a 
refresher dementia training session at their request.
Clinical Dossier; Learning Disabilities Oral Presentation o f Clinical Activity: 
Sum mary 79
SPECIALIST PLACEMENT CASE REPORT: SUMMARY
Systemic Therapy with a Couple Presenting with 
Relationship Difficulties
Year 3: May 2012
All material within this summary has been made anonymous to 
protect client confidentiality. As such, all potentially identifying 
features have been modified.
Written consent for the use of personal case details was obtained in 
advance of writing this summary.
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SUMMARY
Julie and her partner Tom were referred by a psychotherapist to a Systemic 
Family Therapy service. It was felt that the couple’s relationship difficulties 
were impacting on Julie’s mental health. The couple reported a lack of 
positive interaction between the two of them and frequent arguments. I 
worked directly with them in the room and my co-worker observed behind a 
one-way mirror. There seemed to be patterns of protection and around 
giving and accepting help in their relationship. Beliefs around gender roles, 
the nature of Julie’s operation and their living situation may have influenced 
their relationship difficulties. After exploring their memories and beliefs the 
couple seemed to soften towards one another. To date, we have met for 
four sessions and intend to meet again. Areas yet to have been explored 
include Tom’s family relationships.
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RESEARCH DOSSIER
This dossier contains two research projects and the abstract of a qualitative 
research project. The Service Related Research Project was conducted 
during the first year of training and explores applicants’ feedback regarding 
the selection process for clinical psychology training at the University of 
Surrey. A letter confirming dissemination of the findings of this research to 
the course selection committee is also presented. The Major Research 
Project was conducted during the second and third years of training. The 
qualitative research project abstract is taken from a qualitative methodology 
project conducted during the first year of training to familiarise trainees with 
the application of qualitative research methodologies.
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SERVICE-RELATED RESEARCH PROJECT
Service-User Evaluation of an Adult Primary 
Community Mental Health Team (PCMHT)
Year 1: July 2010
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ABSTRACT
Title: Service-User Evaluation of an Adult Primary Mental Health Team 
(PCMHT)
Objective: To ascertain the views of the strengths and weaknesses of a 
PCMHT from those who use it.
Design: Anonymous survey using self-report questionnaires.
Setting: A Working Adults multi-disciplinary PCMHT. Individuals seen by 
the team were referred for support with a variety of mental health problems, 
including psychosis, depression and anxiety.
Participants: 19 people who had received support from the PCMHT and 
were due to be discharged.
Analysis: Frequencies of response ratings to service provisions were 
analysed followed by thematic analysis of qualitative data. Correlations 
were used to examine areas of service provision associated with overall 
level of service satisfaction.
Resuits: The majority of participants gave positive feedback. Areas of 
provision rated most highly were the length of time given to each 
appointment, and how seriously staff took service-users’ views. 
Respondents particularly valued the quality of staff treatment towards them. 
Criticisms focused on the length of time it took to be seen post referral and 
the physical surroundings. Satisfaction ratings of the service overall were 
strongly related to the interpersonal and therapy dimensions.
Conclusions: The service appears to be viewed positively by those who 
use it. However, the team would benefit from reviewing their waiting lists, 
improving the environment in which they see people in and assessing how 
accessible they are to all demographic groups. Furthermore, if data is to 
prove meaningful, the questionnaire needs to be standardised and 
discharge rates recorded.
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INTRODUCTION
In January 2006 the Department of Health (DoH) published a white paper 
setting out the government’s vision of building a national health service 
(NHS) that had a more consumerist ethos. Personal experiences of 
treatment were to inform the design and delivery of services. One approach 
of eliciting this information is through service-evaluation questionnaires 
which can be useful in monitoring quality and initiating service 
developments, (Riiskjær, Ammentorp, Nielsen, & Kofoed, 2010). Such 
questionnaires have been criticised for their methodological shortfalls. For 
example, Stallard (1996) argues that poor reliability and validity, low 
response rates, the avoidance of open-ended questions, questions 
prioritising service agendas above those of service-users, and non­
representative samples, severely limit the conclusions that can be drawn 
from these studies. However, if these shortfalls are addressed and 
feedback is specific, service-evaluation questionnaires have still proven 
useful (Riiskjær, et al., 2010).
The Primary Community Mental Health Trust (PCMHT) that I worked for 
used the Service User Satisfaction Questionnaire (SUSQ), which was sent 
to people’s home addresses after they had been discharged. This was an 
unstandardized measure developed by the service. Whilst the objective of 
the PCMHT was to ascertain what service-users thought of the service, the 
dispensation of the questionnaire had been inconsistent and often gone 
unrecorded. In addition to this, the team reported anecdotally that response 
rates were low. Furthermore, they were concerned about the quality of the 
information they received. Responses appeared to be positively biased and 
lacked comments that might help the service to make improvements. In 
order to meet the service’s objective, this service evaluation aimed to 
maximise response rates and improve the quality of the data they were 
receiving.
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Maximising Response Rates
Two factors have been identified that increase an individual’s motivation to 
provide feedback. The first is the respondents’ perception of the value of 
their feedback. (Dillman & Frey, 1974) showed that response rates 
increased when the importance and usefulness of responses was 
emphasised. The second is how the questionnaire is administered. (Gribble 
& Haupt, 2005) found that surveys personally handed out yielded higher 
response rates than if mailed.
Improving Data Quality
To improve data quality, the SUSQ was revised. Its title implied the service 
was only interested in people’s satisfaction and not what they thought of the 
service. Furthermore, the format of the questionnaire did not encourage 
readers to give reasons for their choice of satisfaction level. Responses of 
‘strongly disagree’ did not provide useful information as to why the 
individual was dissatisfied. To elicit more useful information, the revised 
questionnaire asked respondents the reasons behind their ratings. 
Changes could then be made to improve the service.
Anonymity
A factor that affects both response levels and data quality is anonymity. 
Individuals have been found to report different opinions in questionnaires 
depending on how anonymous they feel their views will be (Bates & Cox, 
2008). People may be reluctant to express dissatisfaction if they believe 
those involved in their treatment have access to their responses. Whilst the 
SUSQ stated that responses would be treated anonymously, it could be 
recipients did not feel assured of this. Informing people of what will happen 
to the information once forms are completed may improve this by providing 
reassurance.
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OBJECTIVES
The aim of this study was to ascertain the views of those who use the 
service. The objectives were to identify strengths and weakness of the 
service as perceived by those who use it. In doing so it was hoped that the 
PCMHT would be in a better position to make improvements to their 
service.
To meet the objectives, this study aimed to improve the quality of feedback 
the service received by making the following changes: Firstly, revising the 
content of the SUSQ. This included changing the focus away from 
‘satisfaction’ towards gaining information about the views of the service- 
user. It also involved providing an opportunity for people to give their 
reasons behind their ratings in order to obtain more useful information. 
Secondly, providing a cover letter to the questionnaire stating why the 
service was keen to have feedback and how the information would be 
stored and used. Thirdly, changing the method of how the questionnaire 
was administered. The questionnaire was handed to the recipient at the 
end of their last session by the professional.
METHOD 
Setting
The setting of the study was a Working Adults PCMHT. Individuals seen by 
the team were referred for support with a variety of mental health problems, 
including depression and anxiety. The service was a multi-disciplinary team 
made up of a carer support worker, mental health nurses, an occupational 
therapist, psychiatrists, psychologists, and social workers.
Design
A service-user survey was conducted using a self-report feedback 
questionnaire (see Appendix B). The questionnaire was revised through 
consultation with the PCMHT and feedback from a service-user and carer 
group. Basic demographic information such as age, sex, and ethnicity was
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included, as was a question regarding which profession(s) they saw. All 
those who had received support from the PCMHT and were due to be 
discharged were asked to complete the questionnaire.
Measure
The revised questionnaire (Appendix A) measured a range of service 
provision components including physical surroundings, appointment length, 
service accessibility, quality of staff treatment, treatment, outcome and 
overall satisfaction. It contained the same 13 statements and five questions 
to the SUSQ and the same instructions on how to complete it. Similarly, the 
format still followed the five-point Likert response scale (1 = strongly agree; 
5 = strongly disagree). What had changed was that the respondent was 
given the opportunity to state why they agreed/ disagreed with a statement. 
To avoid positive response bias, in three of the statements the wording had 
been reversed. In addition, a question regarding which profession the 
respondent saw was added to see if service evaluation differed amongst 
the professions. Lastly, the revised questionnaire was renamed “What did 
you think of our service?” Appendix B shows the cover information sheet 
that accompanied the questionnaire.
Procedure
When service-users had come to the end of their treatment they were 
invited by the professional they were seeing to complete a feedback 
questionnaire. At the end of their final appointment, they were handed an 
envelope containing the revised questionnaire and cover letter. These were 
to be completed in the professional’s absence. Once completed, 
respondents were asked to place their questionnaire back in the envelope 
and post it into a locked box in reception. Those who decided to terminate 
their treatment were posted the questionnaire and cover letter to their 
address. A stamped-addressed-envelope was included. Their completed 
forms were also posted into the same box in the reception. Questionnaires 
were collected for a period of two months. The information from the 
completed forms was then analysed. Due to a change in location and the 
inconsistency of administering previous feedback questionnaires, 
comparisons with previously collected data were unable to be made.
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Furthermore, records of discharge rates were not routinely kept by the 
service. It is unclear therefore how representative the results are.
Ethics
External/NHS ethical approval was not required as this study was a routine 
evaluation of a service.
Data Analysis
To simplify interpreting the results, all the ‘reverse’ statements were re­
reversed prior to analysis. After examining sample characteristics, analyses 
of the 13 statements with Likert response scales began using descriptive 
statistics. This was followed by qualitative analysis of the comments made 
by the respondents using inductive thematic analysis for its accessibility 
and flexibility, (Braun & Clarke, 2006). Themes were analysed on a 
semantic level, approached from a realist position and followed Braun & 
Clarke’s (2006) guidelines. A theme was defined as capturing “something 
important about the data in relation to the research question, and 
representing some level of patterned response or meaning within the data 
set” (Braun & Clarke, 2006; p. 82). A theme was established if it was 
evident on a number of occasions, either within one participant or across 
participants. To investigate associations between perceived 
strengths/weaknesses and overall ratings of satisfaction, the data was 
analysed using correlations with SPSS software (version16.0). Due to the 
non-normal distributions of many of the variables being correlated, 
Spearman’s rank {rho) correlation coefficient was used.
RESULTS 
Descriptive Statistics
Table 1 outlines the characteristics of the sample. Out of the 32 
questionnaires given out, 19 were completed (59%), aged between 18 and 
66 years. Seven (39%) wrote comments under the statements and eight 
(44%) under ‘further comments’ (See Appendix C and D for details). Ten of
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the participants stipulated how long they had waited to be seen, which 
ranged from seven to 153 days, (M = 36.40; S.D. = 43.970). Although 
specific techniques were employed in the study to enhance the response 
rate, it was impossible to determine whether these had been successful as 
there was no previous data to make a comparison. Out of the five posted, 
three were returned.
Table 1. Characteristics of the Sample
n %
Sex
Female 12 67
Male 6 33
Age (years)
18-29 3 17
30-39 8 44
40-49 4 22
50-59 0 0
60-66 3 17
Ethnic origin
Asian 0 0
Black 0 0
A summary of ratings made on the questionnaire is displayed in Table 2. 
The majority of the ratings were positive. Time given to each appointment 
received the highest percentage of positive ratings (72%), (statement 4).
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Table 2: Frequencies of service-user responses to statements 1-13
S ta tem ents
S trongly
A gree
A gree U nsure D isag ree S trong ly
D isagree
1.1 found it easy to get to the location of 
my appointments
67%  
(n = 12)
28%
(n = 5)
0%  
(n = 0)
6%  
(n = 1)
0%  
(n = 0)
2. The room 1 was seen in was  
comfortable
28%  
(n = 5)
44%
(n = 8)
11%
(n = 2)
11%  
(n = 2)
6%
(n = 1)
3.1 was able to arrange appointments 
for times that were convenient for me
67%
(n=12)
28%  
(n = 5)
0%  
(n = 0)
6%  
(n = 1)
0%  
(n = 0)
4.1 was given enough time at each 
appointment
72%
(n = 13)
28%  
(n = 5)
0%  
(n = 0)
0%  
(n = 0)
0%  
(n = 0)
5.1 felt 1 was seen within a satisfactory 
time period after 1 was referred to the 
service
28%
(n = 5)
39%
(n = 7)
17%  
(n = 3)
0%  
(n = 0)
11%  
(n = 1)
6.1 felt put at ease during the session(s) 56%  
(n = 10)
39%  
(n = 7)
0%  
(n = 0)
6%  
(n = 1)
0%  
(n = 0)
7.1 was able to talk about my difficulties 50%  
(n = 9)
28%  
(n = 5)
6%  
(n = 1)
6%
(n = 1)
6% 
(n = 1)
8.1 was treated with respect and dignity 67%  
(n = 12)
28%  
(n = 5)
0%  
(n = 0)
6%  
(n = 1)
0%  
(n = 0)
9. My views w ere taken seriously 67%  
(n = 12)
33%
(n = 6)
0%  
(n = 0)
0%  
(n = 0)
0%  
(n = 0)
10.1 felt involved in the planning of my 
treatment
44%
(n = 8)
39%  
(n = 7)
6%  
(n =  1)
6%
(n = 1 )
6%  
(n = 1)
11.1 was satisfied with how my 
treatm ent was managed
50%
(n = 9)
39%  
(n = 7)
0%  
(n = 0)
6%  
(n = 1)
6%  
(n = 1)
12.1 found the meeting(s) 
useful/helpful/beneficial
56%  
(n = 10)
39%  
(n = 7)
6%  
(n = 1)
0%  
(n = 0)
0%  
(n = 0)
13. Overall 1 was satisfied with the 
mental health service 1 received
56%  
(n = 10)
39%
(n = 7)
0%  
(n = 0)
6%  
(n = 1)
0%  
(n = 0)
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Qualitative Anaiysis
Three themes emerged from the qualitative data: feeling cared for, physical 
surroundings, and prolonged waiting. With regards to the first, the theme 
concerned the quality of staff’s interpersonal skills in making the individual 
feel nurtured. Respondents wrote very positively about staff’s level of care. 
For example one person wrote:
“[Name of professional] was ioveiy and made me feei that 
she cared.”
The second theme, physical surroundings, concerned the rooms people 
were seen in. The views expressed were generally negative. For example 
one person wrote:
“[The room] felt like a store room”.
The third theme, prolonged waiting, concerned the length of time taken to 
be seen by the service following a referral. Comments expressed 
dissatisfaction at having to wait so long. For example one person wrote:
“I waited from May to September which was far too long 
considering how bad I was. ”
Statistical Analysis
Overall level of satisfaction (statement 13) was strongly correlated with 
many of the statements measuring interpersonal and therapy dimensions; 
for example, being put at ease during the session (statement 6) (r=.764, 
n=18, p<0.001, 2-tailed) and involvement in the planning of treatment 
(statementIO) (r=.702, n=18, p=.001, 2-tailed). However, overall level of 
satisfaction was not correlated with how comfortable the room was 
(statement 2) (r=.116, n=18, p=.646, 2-tailed), nor the time taken to be seen 
post referral (statement 5) (r=.131, n=18, p=.604, 2-tailed).
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DISCUSSION
The aim of this study was to ascertain the views of the strengths and 
weaknesses of a PCMHT service from those who use it. The results found 
responses to a questionnaire were generally positive about the service. 
Specific areas of provision which rated most highly were the length of time 
given to each appointment, and how seriously staff took service-users’ 
views. These were closely followed by the convenience and location of 
appointments, ease at which service users’ were put during sessions, the 
level of respect and dignity they were treated with, the overall usefulness of 
the treatment and the level of satisfaction with the service overall.
When viewing these findings with the qualitative responses, it appears that 
service-users’ particularly valued the quality of staff treatment towards 
them. This is in line with previous research (Watson & Leathem, 1996) and 
in keeping with studies that have found patients’ perceptions of the 
therapist strongly influence outcome, (Ackerman & Hilsenroth, 2003). It is 
not surprising therefore, that satisfaction ratings of the service overall, were 
strongly related to the interpersonal and therapy dimensions.
Whilst the majority of ratings were positive, aspects of the service received 
criticism and were rated relatively low. These were the length of time it took 
to be seen post referral and the meeting rooms. A lack of consistency 
around the length of time it took to be seen by the service resulted with 
some feeling the wait had been too long. Anecdotal evidence suggests 
fluctuations in staffing levels may have been accountable. The DoH 
specifies that patients should be seen as quickly as possible, (Department 
of Health, 2006). The service would therefore benefit from reviewing their 
referral system. The author recommends drawing on previous successful 
efforts to reduce waiting times. For example, Woodhouse (2006) developed 
an opt-in appointment system and used outcome research to inform waiting 
list management.
Research has shown that service-users pick up on design cues that 
influence mood, self-perception, and provide information about the 
service’s humaneness and competence (Leather, Beale, Santos, Watts, &
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Lee, 2003). The PCMHT would therefore be wise to improve the 
environment in which they see people. Interestingly however, ratings of the 
physical surroundings did not relate to overall service satisfaction, 
suggesting environmental improvements may not increase overall feelings 
of satisfaction. This is in line with previous findings by (Watson & Leathem, 
1996) who suggest that when considering a service overall, respondents 
discounted particular information. However, (Leather, et al., 2003) found an 
increase in satisfaction levels after improving physical surroundings.
Only three of the six professions handed out questionnaires, nursing 
(n=20), psychology (n=11), and psychiatry (n=1). This disparity is due to 
variation in the number of people discharged by each profession. Response 
rates from those professions who did hand out questionnaires also varied. 
Psychology and Psychiatry had a 100% response rate, whilst nursing had 
only a 30% response rate. Due to the limited range of professions on which 
the data is based on, the data is less reflective of the whole PCMHT, but 
more a reflection of the service provided by the nursing and psychology 
professions.
The majority of the questionnaires were completed by white females in their 
thirties and forties; a very narrow demographic range. It may be the service 
sees a more varied population, but this sub-group is the most willing to 
complete questionnaires. Alternatively these findings may reflect the 
inaccessibility of the service towards particular demographic groups.
Providing space for people to comment allowed for specific feedback, 
giving more useful information on which the service can act. Consulting 
with a service-user and carer group on questionnaire revisions helped 
ensure questions were not prioritising service agendas above those of 
service-users. Both these factors were articulated by Stallard (1996) as 
being important if feedback is to be meaningful. However, the study had its 
limitations. Firstly, it employed a self-designed measure and as such it has 
not been possible to ensure the reliability and validity of the tool. Secondly, 
time constraints and limited numbers have restricted the ability to complete 
more in-depth analysis, for example examining responses according to 
professions. Thirdly, the results reflect particular professional groups -
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psychology and nursing -  rather than the team as a whole. It is difficult to 
see how a service can be service-user led without feedback on all areas of 
service provision. Lastly, records of discharge rates were not kept by the 
service making it impossible to establish how representative the feedback 
was. Many of these limitations are those identified by Stallard (1996) as 
reducing the usefulness of feedback questionnaires. By standardising the 
questionnaire, extending the time period for collecting feedback, and 
establishing discharge rates the service can improve the meaningfulness of 
the data and draw useful conclusions from future feedback. The results of 
this study will be disseminated via a written report to the service manager, 
and oral feedback at a team meeting.
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APPENDICES
Appendix A: The Feedback Questionnaire
Appendix B; The Covering Information Sheet Enciosed with the 
Feedback Questionnaire
Appendix C: A summary of the comments made by respondents 
under the statements on the feedback questionnaire
Appendix D: A summary of the comments made by respondents 
under the 'any other comments’ heading
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Appendix A: The Feedback Questionnaire
What did you think of our service?
Which profession(s) did you see?
Social
Worker
Carer Support 
Worker
Nurse Psychiatrist Occupational
Therapist
Psychologist Unsure
Please rate how strongly you agree/disagree with the following statements by 
circling the appropriate box.
Key: 1 = strongly agree
2 = agree
3 = neither agree nor disagree
4 = disagree
5 = strongly disagree
1. I found it easy to get to the location of my 1 2 3 4  5
appointments.
If you did not agree with this statement, please tell us why:
2. The room I was seen in was uncomfortable. <\
If you agree with this statement, please tell us why:
3. I was able to arrange appointments for times that 1were convenient for me.
If you did not agree with this statement, please tell us why:
4 . 1 was given enough time at each appointment 1 2 3 4  5
If you did not agree with this statement, please tell us why:
5. I felt I was seen within a satisfactory time 1 2 3 4  5
period after I was referred to the service Please state approximately how
many days this was;
6 . 1 felt put at ease during the session(s) 1 2 3 4  5
If you did not agree with this statement, please tell us why:
7 . 1 was not able to talk about my difficulties 1 2 3 4  5
If you agree with this statement, please tell us why:
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8 . 1 was treated with respect and dignity
If you did not agree with this statement, please tell us why:
9. My views w ere taken seriously
If you did not agree with this statement, please tell us why:
1 0 . 1 did not feel involved in the planning of my treatm ent 
If you agree with this statement, please tell us why:
11.1 was satisfied with how my treatm ent was m anaged
If you did not agree with this statement, please tell us why:
1 2 . 1 found the meeting(s) useful/helpful/beneficial
If you did not agree with this statement, please tell us why:
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
13. Overall I was satisfied with the mental health service I I  2 3 4 5 
received
If you did not agree with this statement, please tell us why:
14. Do you have any other comments about the service?
15. W hat is your age? .................................
16. W hat is your gender? (P lease tick)
Fem ale M ale 1 do not wish to 
disclose
17. How would you describe your ethnic origin? (P lease tick)
Asian Black Mixed W hite Other (P lease  
specify)
1 do not wish to 
disclose
Thank you for taking the time to complete this questionnaire
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Appendix B: The Covering Information Sheet Enclosed with the 
Feedback Questionnaire
What did you think of our service?
We are really keen to know what you thought about the service you 
received. Your experience and opinions will help us to make improvements. 
Therefore, enclosed is a short questionnaire that asks for your feedback on 
what you thought of the service. We would be very grateful if you could 
complete it and post it through the feedback box at reception. If you are 
completing the questionnaire at home, please return it in the stamped 
address envelope provided.
We wish to emphasise that your feedback matters to us. It will influence 
how the service develops. As such, we welcome criticisms as these help us 
to improve the service.
Your participation is voluntary and will in no way affect any future contact 
you may have with the service.
We find that for many people, they feel unable to be completely honest 
about what they think of the service because of concerns about anonymity. 
We therefore wish to reassure you that your feedback will remain 
completely anonymous. No one in the service, including the therapist you 
saw, will ever know what you personally have written.
What happens to mv completed form?
Once we receive your completed questionnaire, it will remain in its 
envelope and be placed in a locked post-box along with all other feedback 
questionnaires by the receptionist. At the end of the month, the box will be 
opened by the service manager. He will then feedback to the team, so that 
we can make improvements to the service we offer in accordance with your 
feedback.
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Appendix C: A summary of the comments made by respondents
under the statements on the feedback questionnaire
Statement Specific Comments
1 .1 found it easy to get to the location of my appointments
[Town name], walk, 2 trains, walk again.
2. The room I was seen in was uncomfortable
Easy chairs, space between us, light from windows
Could have done with a chair with more back support as have painful 
health problems.
Needs some pictures up
The room was desperately in need of decoration. It felt like a store room 
with rubbish/electrical wires on the floor. No curtains, hard uncomfortable 
chairs. I visited on a number of occasions and had different rooms all 
were of the same - unwelcoming and cold.
3 .1 was able to arrange appointments for times that were convenient 
for me
Whilst having to try and lead a normal life, I work 9-5pm. I wasn't able to 
be seen anytime out of these hours.
4 .1 was given enough time at each appointment
only had one appointment. I am being referred to a psychologist
5 .1 felt I was seen within a satisfactory time period after i was 
referred to the service
From May to September which was far too long considering how bad 
was
6. i felt put at ease during the session(s)
[Name] is very good at making you feel at ease
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7 .1 was not able to talk about my difficulties
[Name] is easy to open up to. She didn't act shocked or phased by things. 
I had felt thought this enabled me to deal with them easier because it was 
normal to feel like this in my situation. I just wanted to be myself again.
8. i was treated with respect and dignity
[Name] was lovely and made me feel that she cared. It was a relief to talk 
to her about my problems.
9. My views were taken seriously
No comments
10. i did not feel involved in the planning of my treatment
I was involved in every step of my treatment
11.1 was satisfied with how my treatment was managed
Only as I have only just been seen. However, I have been on anti­
depressants for 10 years and have NEVER been asked by my GP how I 
am EVER. Had someone kept an eye on me perhaps I could have started 
to try to get better sooner.
12. i found the meeting(s) useful/heipfui/beneficiai
No comments
13. Overall i was satisfied with the mental health service i received
I did not manage to engage with CBT and did not find the sessions of 
benefit to me personally.
Maybe more visits at my peak
Apart from the long wait I had to be assessed
This is on-going
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Appendix D: A summary of the comments made by respondents
under the ‘any other comments' heading
Further Comments
Would recommend this particular psychologist (PB) as he really helped 
me with CBT
Very efficient, polite and sensitive towards my feelings and taught me may 
own ways of dealing with my negative emotions. I feel much better. Thank 
you for all you have done for me.
Out of hours service for those that work 9-5pm
The care I received was excellent. Thank you
Excellent Care. Thank you
Excellent. I didn't want to come here. I was frightened and I thought I was 
going mad. [name] has given me my life back.
I am waiting to be referred to see a psychologist at Langley House and 
hope I don't have to wait over another month to be seen.
Mainly because I found it hard to engage with and it wasn't of any benefit 
to me.
I cannot speak too highly of the young lady who listen to my problems, 
offered advice and hope and helped me see there was light at the end of 
the tunnel. She was warm, concerned and we built a rapport. I trusted her. 
She helped me through my dark and deep depression and thoughts of 
killing myself.
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EVIDENCE OF SERVICE-RELATED RESEARCH 
PROJECT (SRRP) FEEDBACK TO SERVICE
From: Peter Bray [Peter.Bray@sabp.nhs.uk]
Sent: Friday, October 12, 2012 10:42 AM 
To: Davis C Ms (PG/R - Psychology)
Subject: SRRP
Catherine,
I am sending this email to thank you for the presentation you gave to 
the X PCMHT in June 2010. This presentation followed the research 
you conducted with the team in accordance with your Service 
Related Research Project entitled: Service User Evaluation of an 
Adult PCMHT. The team appreciated your feedback and were 
encouraged by your results.
Many thanks for taking the time to do this; both in the work collecting 
the data and letting us know about the outcomes.
Regards,
Dr Peter Bray 
Clinical Psychologist
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ABSTRACT
Title: An exploration of medical students’ views and experiences of people 
presenting to A&E with self-harm
Objectives: To identify the attitudes towards self-harm in medical students 
who work in A&E; to explore the meaning A&E medical students attribute to 
these experiences; and to expand on previous research which explores the 
views of Qualified Doctors (Hadfield et al, 2009).
Design: This qualitative study used inductive thematic analysis examining 
medical students’ views and experiences of people who present to A&E 
having self-harmed.
Participants: Four medical students from three UK universities. All 
participants were currently completing or had completed their A&E rotation.
Results: Three main themes emerged from the 6aia: motivations for self- 
harming, the patient’s welfare, and the student’s welfare. Motivations for 
self-harming concerned the students’ understanding of what motivated 
people to self-harm. They drew on both personal and professional 
experiences. Two subthemes were identified: a coping mechanism, and 
communicating an unmet need. The patient’s welfare concerned the type of 
treatment and care patients receive, encompassing both physical and 
psychological aspects of the patient’s welfare. Some students suggested a 
discrepancy between the desired and actual level of care provided. Four 
subthemes were identified from the interviews: risk, severity of the injury, 
sensitivity and lack of protocol. The student’s welfare, which seemed to be 
present across all interviews, concerned the effect of treating people who 
self-harm on the student. Two subthemes were categorised: lack of 
confidence, and emotional response of the student.
Conclusion: There were variations in the degree of training the students 
had received around self-harm and that further training would be beneficial 
in their approach to clinical work and their own welfare.
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ABSTRACT
Objective: This thesis aims to explore the way that women make sense of 
how male dementia has impacted their family relationships, with a view to 
supporting the development of family sensitive interventions for dementia.
Design: This is a qualitative study that uses a narrative analysis examining 
both what women say about relationships and the way that they tell their 
stories. Perceiver Element Grids (Procter, 2012) we used to support this 
process.
Participants: Seven women with a male relative with dementia from three 
family groups, all currently accessing services from the Alzheimer’s Society 
were interviewed.
Results: The women’s stories shed light on the way they made sense of 
male dementia’s impact on their family relationships and what helped or 
hindered them in adapting to the illness.
Conclusion: The interviews revealed rich material with which practitioners 
with systemic training and services might work therapeutically to help 
families adapt to the challenges of dementia.
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INTRODUCTION
Orientation to the Thesis
This thesis is about the narratives women tell about their relationships 
within their family when a male relative has a diagnosis of dementia. 
Relationships within a family may be the key to improving quality of life for 
those whose lives are touched by the illness. This is because nearly all 
individuals experience their life in the context of their family relationships. 
Thus, illnesses such as dementia and their effects do not just reside within 
an individual; but shape and are shaped by family relationships. This is 
particularly noticeable in the context of dementia; a disease which gradually 
causes a person to become increasingly dependent on others to meet their 
needs and whose personhood changes (i.e. their status as a person). This 
qualitative thesis draws on approaches in family systems theory to help 
elucidate how male dementia impacts family relationships and vice versa, 
through the stories female family members tell.
This introductory chapter sets out my position in relation to the thesis and 
the broad, qualitative research aims. The second chapter explores the 
literature relevant to the research aims, and ends with the rationale for the 
approach taken. The methodology chapter sets out the procedure followed, 
including ethical considerations and recruitment of the sample. It also 
discusses the use of narrative analysis in this study and some personal 
reflections on the research process. The findings chapter begins by 
situating the sample. It then presents a detailed description of two 
participants and a brief description of the remaining five. This is followed by 
a summary of themes across the families. Discussion of the clinical 
implications of these findings, along with their limitations will be presented 
in the discussion chapter.
Position Statement
Whilst on placement at an adult mental health service, I became interested 
in the relationship between the experience of dementia and the family. I 
met with an individual who described herself as suffering from depression
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due to the impact dementia was having on her family relationships. Later, 
whilst working at an older adult psychology service I learnt that the effects 
of dementia were being felt by many families seeking support. These 
experiences reminded me of my own family history. My grandmother 
suffered and died from dementia. I remember how the disease affected 
everyone in my family. It both illuminated aspects of our relationships which 
I had not known before and changed how we related to one another. For 
example I learnt how much mutual affection existed between my father and 
his father, and I noticed dynamics between my father and his siblings 
change. It is these formative experiences that have led me to develop an 
interest in dementia and the role relationships play in the illness.
The systemic teaching I received as part of my clinical psychology training 
has introduced me to interesting ideas. Systemic thinking acknowledges 
the influence relationships have in shaping human experience and views 
families as complex systems with their own unique patterns of interaction. It 
also recognises the subjective nature of experience and the role language, 
and socio-political discourses play in influencing how people construct their 
reality. These approaches appeal to me because they resonate with my 
clinical and life experiences.
I had hoped to interview men and women about dementia’s impact on their 
family relationships. However, only women came forward for the interview 
about their family relationships in the context of one male relative having 
dementia. Therefore, to aid clarity of writing, I have worded the objectives 
and questions specifically towards the group I ended up interviewing. 
However I think it is important to interview both men and women with 
relatives of both sexes with dementia in order to gain a better 
understanding of the different gender perspectives.
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Literature Review
Dementia
Definition
Dementia is an ‘umbrella’ term commonly used to describe different brain 
diseases where there is a generalised deterioration in a person’s 
neuropsychological functioning; usually resulting in death. The Diagnostic 
and Statistical Manual of Mental Disorders, (4th ed., text rev; American 
Psychiatric Association, 2000) criteria for diagnosing dementia require the 
loss of two or more of the following: memory, language, calculation, 
orientation, or judgment. Thus, sufferers experience a decline in their ability 
to understand, communicate, and carry out everyday activities. Alongside 
this decline, people frequently experience behavioural and psychological 
problems such as depression, anxiety and aggression, which can occur at 
any stage of the illness, (Brodaty, 2005). Consequently, dementia has 
devastating affects not only for the individual but also for their loved ones.
Different Tvoes of Dementia
There are many different types of dementia, including Alzheimer’s disease 
(AD), Vascular dementia (VaD), Lewybody dementia and Fronto-temporal 
dementia. AD and VaD are thought to be the most common. AD accounts 
for around 55-70% of all dementia diagnoses (Brodaty, 2005), whilst VaD 
accounts for approximately 12-20% of the late-life dementias (Wels- 
Bohmer & Warren, 2006).
Prevalence and Economic Impact
There are an estimated 750,000 people living with dementia in the UK, and 
it is thought this number will rise to over a million by 2025 (Alzheimer’s 
Society, 2007). The illness predominately affects people in their later life 
with an estimated two-thirds of all people with dementia aged 80 and over 
(Alzheimer’s Society, 2007). The illness is thought to cost the UK economy 
£17 billion a year and, in the next 30 years, this number is estimated to
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increase to over £50 billion, (Department of Health, 2009). The Alzheimer's 
Society estimate that family carers save the UK over £6 billion a year, with 
two thirds of people with dementia living in the community rather than care- 
homes (Alzheimer’s Society, 2007). Dementia therefore presents a 
significant challenge to society and the government has a huge financial 
incentive to help people with dementia to continue living in their family 
homes for as long as possible, where they can be cared for by their 
relatives.
Psychosocial Approaches to Dementia
Up until the second half of the twentieth century, ways of thinking about 
dementia were dominated by a biomedical model which tended to view the 
disease as a purely degenerative-neurological process. Then during the 
1980s, studies were indicating that environmental factors may primarily 
explain the progression of the disease, thus showing the inadequacy of 
staying within a biomedical framework (Kitwood, 1989). Alternative ways of 
research began to explore how socio-cultural influences may mediate the 
progression of dementia. These alternative approaches tended to focus on 
two perspectives; the personal experiences of the person with dementia 
and those of the informal carer.
Personal Experiences of Dementia
One of the most influential figures to promote the importance of the 
personal experience of people with dementia was Thomas Kitwood. 
Kitwood, (1997) believed that how a person experiences dementia effects 
the very course of the disease. This includes factors such as their 
interpersonal relationships, how they are positioned by others and the 
quality of the care they receive. Central to Kitwood’s ideas was his concept 
of ‘Personhood’ which he defined as “a standing or status that is bestowed 
on one human being, by another, in the context of relationship and social 
being’” (Kitwood, 1997, p. 8). By this, Kitwood meant that people with 
dementia are unique and valued human beings that should be treated with 
respect and dignity no matter how advanced the disease. Thus, care 
practices that respected the personhood of people with dementia should 
take into account a person’s history and personality and treat them with
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dignity and respect. This kind of approach to dementia care was what 
Kitwood termed person-centred care (Kitwood, 1997). Examples of what 
person-centred care might look like include: acknowledging that the 
individual is a person that can experience life and relationships, however 
advanced the disease; offering and respecting choices; maximising their 
potential; sharing decision-making; focusing on what they can do, rather 
than what they can no longer do due to dementia; supporting their rights, 
values, and beliefs; providing unconditional positive regard; understanding 
how they make sense of the world and assuming that there is meaning in 
all their behaviour, even if it is difficult to interpret (Edvardsson et a/., 2008).
Kitwood’s ideas led to a significant shift in the culture of dementia-care 
(Cowdell, 2006). Indeed, the concept of ‘Person-centred care’ is now 
considered best practice care (Slater, 2006). He has influenced the value 
placed on personal experiences of dementia. People with dementia are 
now viewed as having something useful to say about what it is like to live 
with the disease and being able to make choices about the sort of care they 
want to receive, (Adams, 2008). As a consequence, over the last twenty 
years numerous people have spoken about having dementia (e.g. 
Pratchett, 2009) whilst others have tried to find common themes across 
these personal experiences (e.g. Clare, 2002).
Steeman et al. (2006) integrated findings from various qualitative studies on 
people’s personal experiences of dementia. In line with Kitwood’s ideas, 
their review highlights two important qualities to living with dementia. The 
first is that people with dementia are active agents who interact with the 
disease rather than passively accepting it. Secondly, central to people’s 
experiences of having dementia is their social context. Clare (2002) found 
common amongst many people’s narrative about living with the disease 
was a strong desire to be connected, accepted and valued. These are 
desires common to all humanity, but become threatened by dementia. 
Maintaining these feelings come from engaging in enjoyable and 
meaningful activities, being autonomous, and being loved and cared for by 
others. However, ironically, fear of humiliation or feeling incompetent as a 
consequence of the disease often causes people to avoid engaging in 
meaningful activities and relationships or taking on certain roles (e.g. Holst
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& Hallberg, 2003). Thus, effectively supporting people living with dementia 
means considering their social and relational context.
Limitations of Kitwood’s Person-Centred Care
Kitwood’s person-centred care approach to dementia has been recognised 
in recent government policies in the UK, for example ‘living well with 
dementia: A national dementia strategy’ (Department of Health, 2009) and 
influential in the development of a range of psychotherapeutic interventions, 
for example Reminiscence Therapy (Gibson, 1998). Yet despite this, his 
ideas have been criticised for focusing too narrowly on the person with 
dementia and neglecting the significant impact the disease has on others, 
(e.g. Epp, 2003). Kitwood’s person-centredness has also been criticised for 
focusing too heavily on how carers communicate to the person with 
dementia, rather than viewing their interaction as reciprocal, (Nolan et al., 
2002). Research shows that the experience of dementia is an interactive 
and interpersonal experience (e.g. Perry & 0-Conner, 2002). Therefore 
understanding the nature of relationships in the context of dementia is of 
crucial importance in maintaining personhood for the person with dementia 
and providing support for their loved ones. These criticisms led to a 
broadening of the concept of person-centred care. Research and 
subsequent policies and practices began to consider the experiences of 
those caring for people with dementia and the relationship between the two.
Personal Experiences of the Carer 
Who are Carers?
The term ‘carer’ here, describes any informal carer -  usually a family 
member -  who provides practical and/or emotional care to the person with 
dementia on a regular basis. Carers tend to be the spouse or a female 
relative. Daughters are far more likely to be the primary carer than sons, 
(Brodaty, 2005). However this picture may vary across different cultures. 
Some find the term carer to be a contentious one, as many who would 
meet its description do not see being a carer as their primary role, but an 
extension of their role as a relative or friend.
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People find themselves caring for many different reasons; because they 
love the person or feel it is their duty. Some may feel they have no choice. 
Whatever the reason, the effects of caring for a person with dementia have 
been well documented. Much research has found that carers often 
experience significant emotional, physical and financial stress as a 
consequence of their caring role (e.g. Cuijpers, 2005). An accumulation of 
these stresses can threaten carers' ability to continue caring for the person 
with dementia. In worse case scenarios, the behavioural manifestations 
and carer stress can lead to abuse in families (Wiglesworth et a/., 2010). 
‘Carer burden’ is a phrase often used to capture the adverse experiences of 
caring for someone with dementia (e.g. Neil & Bowie, 2008).
Predictors of Carer Burden
There are wide variations in how carers adapt to caring for someone with 
dementia. Coping strategies (e.g. Almberg et al., 1997), gender (e.g. 
Aim berg et al., 1998), culture (Adams et al., 2002), symptoms of dementia 
(Beeri et al., 2002), and relationship characteristics have all been found to 
be influential. I discuss the latter in more detail.
Relationship Influences
Several authors have explored the influences that relationships have on 
carer wellbeing. Many have found that the quality of the relationship 
between the carer and the care-recipient prior to the onset of dementia has 
been associated with reports of carer burden. For example, Kramer (1993) 
found carers who scored high on measures of their relationship quality prior 
to dementia also scored higher on measures of carer satisfaction and 
quality of life. Koenig et al. (2006) interviewed women caring for an abusive 
relative. They found carers’ stress and decision-making capacities are 
negatively impacted by pre-existing domestic violence. Lastly, studies have 
found that lower current relationship quality relates to increased strain and 
depression in carers (e.g. Knop et al., 1998). These studies suggest that 
the quality of both past and present relationships between the carer and the 
person with dementia have significant influences on the experience of 
caring.
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Loss
In addition to carer burden, many carers speak about multiple losses. 
These include loss of intimacy; their dreams for their life stage; identity and 
family traditions (Keeling et al., 2008). One kind of loss that is particularly 
spoken about by carers of dementia is the experience of grieving for their 
loved one whilst they are still living (Collins et al., 1993). They are 
physically present, but psychologically absent. Boss (1999) termed this 
experience of grieving as ‘ambiguous loss’. She wrote that in not knowing 
whether a loved person is absent or present, dead or alive, people’s grief 
potentially remains in a continuous and unresolved state that is very 
distressing for those involved. Boss describes ambiguous loss as a 
relational disorder and not an individual pathology. Based on this 
understanding, she reasons that family and community-based 
interventions—as opposed to individual therapy—will be more effective in 
reducing carer distress (Boss, 1999).
However, in their meta-analysis of interventions to reduce the burden of 
caring for someone with dementia Acton & Kang (2001) concluded that 
burden may be too global an outcome to be affected consistently by 
intervention and that perceptions of loss, grief and burden may be 
unalterable. They suggest that instead of focussing on trying to change 
negative experiences, perhaps researchers should address positive 
outcomes such as meaning making, transcendence, wellbeing and life 
satisfaction; whilst acknowledging that the burden remains unchanged. 
Following their article, several researchers have done this. For example, 
Adams (2006) found that carers experienced increased tenderness and 
protectiveness towards the person with dementia. It would be interesting to 
learn how these changes in the caregiving relationship relate to and affect 
others in the family.
Shortcomings of Focusing on Carers
Recognition of the stresses and grief associated with dementia caring as 
well as the importance of the caring role in the delivery of services has 
been recognised in Living well with dementia: A National Dementia 
Strategy, (Department of Health, 2009) and has contributed to the
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development of psycho-educational/ psychosocial interventions for carers 
of people with dementia (see Cooke et a!., 2001 for a review). However, 
focusing on carers neglects the importance of the ‘care relationship’ and 
the multiple meanings that exist within the same relationship. The roles of 
other significant relationships within a person’s life are also neglected in the 
carer literature. There are often several people involved in caring for the 
person with dementia whether they be providing practical day-to-day care 
or indirect support. Similarly there are often several people supporting the 
person who is the main carer. Research has shown that it is not just the 
person with dementia and their carer who are affected by dementia, but the 
whole family (e.g. Szinovacz, 2003). This may help explain why many 
psychosocial interventions aimed at the primary carer show limited 
improvements in wellbeing (Cooke et al., 2001). The focus of these 
interventions is too narrow; family relationships may be mediating and/or 
moderating carer distress. Thus, a wider lens is needed when considering 
dementia and dementia care, in particular, one that includes the 
interactional nature of relationships.
The Care Relationship
A number of authors have endeavoured to understand the interpersonal 
dynamics between the person with dementia and their carer. These focus 
almost exclusively on spouses (e.g. Keady & Nolan, 2003). Kaplan (2001) 
developed the concept of ‘couplehood’ to describe the extent to which 
spouses perceived themselves as married and retaining a sense of ‘we’ in 
the relationship, as opposed to an ‘I’. The majority of the studies exploring 
interpersonal dynamics suggest that spouses have a strong motivation to 
sustain ‘couplehood’ for as long as possible (assuming a previously 
satisfying relationship) through affection, mutuality and reciprocity. Thus, 
their relationship is of primary importance, even though maintaining it may 
become increasingly difficult over time. These findings highlight the 
importance of relationships in the understanding of how people live with 
and respond to the impact of dementia. To frame the caring relationship 
primarily in terms of burden is a simplistic reduction of the experience 
(Hellstrom ef a/., 2007). However, these studies do not acknowledge the 
relationship dynamics within the wider family system.
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The Family
For this research, ‘family’ is defined as a group of individuals with strong 
emotional bonds (identification, attachment, loyalty, reciprocity, and 
solidarity) and with a history and a future as a group (Weihs et al., 2002). 
They could be ‘blood’ or legally tied. There have been a number of studies 
exploring the impact family relationships have on dementia and specific 
family members. To highlight where the gaps lie within this area of 
research, the following paragraphs are divided into quantitative and 
qualitative research into dementia.
Quantitative Research
Studies using quantitative research have tended to focus on identifying 
family characteristics that predict family member’s health and wellbeing; 
and the majority of these studies have been undertaken by Lieberman and 
Fisher. They found that greater levels of illness severity were significantly 
associated with lower levels of health and wellbeing for spouses, offspring, 
and in-laws (Lieberman & Fisher, 1995). Their findings suggest the 
potential cascading effect of dementia through the family. The researcher 
also found that higher scores on family conflict avoidance and the use of 
guilt to control behaviour were significantly associated with lower levels of 
offspring health and wellbeing over time; as the stresses of caregiving 
increased (Fisher & Lieberman, 1996). These findings suggest the 
progressive nature of the disease may mean coping strategies that were 
once helpful, become less adaptive over time and therefore may need to be 
continually adapted. Lastly the researchers found that families who scored 
higher on being actively engaged in community life and enjoying new and 
diverse experiences scored lower on measures of wellbeing; suggesting 
that perhaps they had more difficulty with the repetitious tasks of caregiving 
than families that did not (Fisher & Lieberman, 1994).
Fisher and Lieberman’s studies are helpful in several ways. On a basic 
level, they highlight that dementia impacts on all family members, even 
those not directly involved in caring. This confirms the importance of 
considering the wider family system in the understanding of and 
intervention for those with dementia. More than this though, they show that
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the relationship between dementia and the family is complex and 
interactive. Family beliefs and patterns of communication interweave to 
create a context that influences and shapes the wellbeing of individual 
family members. Thus, care services are likely to benefit from accounting 
for variations in family context when providing interventions.
Where these quantitative studies fall short is that they provide limited 
information on the subjective experience of dementia’s impact on family 
relationships. Understanding how people make sense of their experiences 
might tell us something about the relational needs of families and how 
families can be supported to manage the transition of caring for a person 
with dementia. Another of their limitations is that these studies start from an 
assumption of burden. However, the interplay between dementia and the 
family context may engender unforseen positive consequences, such as 
the renewel of relationships. A small number of studies using qualitative 
research methods have endevoured to explore some of these areas of 
enquiry as well as revealing other important considerations.
Qualitative Research
Based on interviews with carers and a review of the literature Keeling et ai. 
(2008) describe a range of systemic influences at work in families with 
dementia that provide some insight into the processes they may go 
through. They report that changes in roles, responsibilities, intimacy and 
power can occur as a result of the illness which exacerbate the burdens of 
care. For example conflict and hostility may arise out of being chosen as 
the primary carer. They also report how the onset of caring elicits family 
rules and patterns and longstanding grievances that influence how well 
families adapt. For example, siblings with a parent with dementia may 
reenact their childhood roles (e.g. one sibling taking on more responsibilty 
than another due to expectations around their gender, or birth order). 
Keeling et ai.’s research demonstrates the importance of considering the 
life stages families are going through in influencing family relationships and 
the burdens of care. Many adult child carers described how the demands of 
caring made them less accessible to their own children and spouse, with 
consequent strains being placed on those relationships. Similar findings
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were reported by Szinovacz (2003) who interviewed adolescents in families 
where a relative with dementia had moved into the household. The 
adolescents spoke of the care situation inducing both positive and negative 
changes in family relationships. Joint involvement in caring enhanced their 
adolescent-parent bonds. However, the care situation also brought 
restrictions on their own and family’s activities. They also complained about 
carer stress affecting other family relationships.
These two studies confirm and build on the previous research discussed 
that argues for taking a family systems perspective of dementia care. 
Specifically, they support the notion that family dynamics and life stages 
significantly influence how family members adapt. Family integration may 
therefore promote coping with the care situation (Szinovacz, 2003).
What qualitative studies have yet to explore is how people understand the 
transitions they are going through and how they make sense of their wider 
family relationships during these transitions. For example, if early 
relationship problems are not resolved, what is it like for family members to 
be pushed into new caring roles? Knowing something on this aspect of 
dementia is important because how people make sense of their 
relationships and experiences will influence their approach to a situation. 
Indeed, research indicates that it is not so much what carers do, but rather 
the meanings they ascribe to what they do that determines reported levels 
of stress (Ayres, 2000). Furthermore, from a relational perspective, 
meanings arise through people's on-going interactions with others. 
According to O'Leary (1998) people's interaction with those close to them 
provide not just mutual emotional and practical support, but also serve as 
"reality checks—a way to validate one's personal sense of meaning and 
social identity" (p. 436). She further noted that “mutual participation in 
relationships facilitates and gives meaning to the adaptive processes that 
arise in response to environmental demands and challenges over time” 
(p.436). Thus the ways in which family members experience their 
relationships become important to their understanding of themselves as 
carers and their capacity to adapt to the challenges of dementia (Dobbins,
2007). By taking a narrative framework in this study I hope to explore male 
dementia’s impact on family relationships according to their female
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relatives. In doing so, I hope to illuminate something of how women make 
sense of their relationships as they adjust to a male relative with dementia 
and thus address the gap in the literature.
What is Narrative?
There is a large body of literature that claims the way people conceptualise 
and communicate about themselves and their experiences can be 
understood as ‘narratives’ i.e. stories (e.g. Fisher, 1987). Ricoeur (1984) 
contends that there is no other way for us to describe lived time other than 
through narrative. Within this paradigm, narratives are not seen as 
expressions of some objective reality. Rather they are seen as 
interpretations of aspects of the world that both shape and are shaped by, 
history, culture, character and the social context in which they are told 
(Fisher, 1987). Thus, they are co-created and continuous re-edited stories 
that influence how we think about our past and importantly how we view 
and embark on our future (Dallos & Vetere, 2009).
UK Systemic Family Therapy Interventions
In order to clarify how these findings might influence current practice, a 
brief overview of current systemic family therapy interventions for older 
people is given, with a focus on those with dementia. Systemic family 
therapy is defined here as an approach which seeks to understand people 
and the problems they face in the context of their emotionally close 
relationships.
The last twenty years has seen a growing recognition of the relevance of 
working systemically with older adults. A number of case studies have 
described the value of using family therapy with older adults (e.g. Peisah, 
2006) and more specifically, with people with dementia (e.g. Mitrani & 
Czaja, 2000), whilst chapters on family therapy are being routinely included 
in texts on interventions and therapy with older people, (e.g. Pearce, 2002). 
However, in their review of the developments of systemic practice with 
older people Curtis and Dixon (2005) conclude that a number of significant 
challenges remain. Firstly, they note that there is a lack of empirical
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research into family therapy with late life families compared to other client 
groups. To-date this continues to be the case although one landmark study 
in America reported substantial beneficial effects of a multi-faceted 
intervention where family meetings had a central place in reducing self- 
reported depressive symptoms in caregivers as well as in delaying nursing 
home placement of people with dementia (Mittleman et al, 2006).
Secondly, Curtis and Dixon (2005) note that the number of family therapists 
specialising in work with older people continues to be small and access to 
family therapy for late life families remains limited due to a mixture of 
ageism and ignorance. Yet the authors contend that the significance of 
social networks in later life means that the majority of health-care 
practitioners working with older people have a lot of contact with families 
and are expected to collaborate with all those involved. This is particularly 
the case within the field of dementia-care. Thus they argue systemic 
practice is relevant for much day-to-day work within services for older 
people. However, within the field of dementia-care, the focus tends to be on 
the person with dementia and their primary carer (National Institute of 
Clinical Excellence, 2006). Curtis and Dixon (2005) argue this is similarly 
the case in many older adult mental health services. As a result they 
contend that staff may be less aware of others within the care network and 
oblivious to concurrent demands on carers. In addition, the authors argue 
that the history of relationships within the family may be overlooked, despite 
the fact that this will have a huge impact on the experiences of all 
concerned, and may affect people’s engagement in providing and receiving 
support. This research hopes to build on Curtis and Dixon’s review by 
providing valuable insights into how women understand their experiences 
and their relationships, such that the results might be used to inform greater 
systemic practice within the field of dementia-care.
The Rationale for the Current Study
An increasing prevalence of dementia has led to a rise in research into the 
disease. Specifically, the past two decades has seen a surge in research 
focusing on psychological and social implications. Studies that capture this 
information have tended to focus on two perspectives: the subjective
Research Dossier: M ajor Research Project 128
experiences of the person with dementia and those of the informal carer. 
These two approaches however neglect the importance of the wider family 
system. Of the few studies that have examined families’ perspectives of 
dementia, none have explored how different family members make sense 
of how dementia impacts on their family relationships and wider family 
functioning. This is an important area to study because how families make 
sense of dementia’s impact on their relationships may contribute to the 
difficulties they experience caring for someone with dementia. My research 
addresses this gap by exploring and illuminating the narrative accounts of 
women on how a male relative’s dementia has impacted their family 
relationships.
Research Question
Principal Research Question
What narratives do women tell of their male relative’s dementia impacting 
on family relationships?
Areas of Enquirv
The following questions are areas of enquiry that the literature suggests 
may be relevant to dementia’s impact on families. They were translated 
into prompts in the semi-structured interviews:
Do the women’s narratives shed light on the relationship between their 
male relative’s dementia and:
Distress and conflict?
Emotional proximity?
Family roles?
Communication?
Family rules and boundaries?
Family life cycle?
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Do the women’s narratives of family members shed light on:
• How family members think theirs and others’ family relationships have 
adapted to this challenge?
• What has helped family relationships through this challenge?
Do the way the women tell the story of their experience illuminate 
something of their male relative’s dementia’s relationship with family 
relationships?
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METHODOLOGY
Design
Rationale for Using a Qualitative Approach
This study’s objective was to explore how people make sense of 
dementia’s impact on their relationships. However, in the event only women 
with a male relative with dementia came forward. Therefore the research 
explores how women make sense of a male relative’s dementia impacts on 
their relationships. Researchers across disciplines have identified meaning 
making as an important influence on family carers’ responses to caring 
(Ayres, 2000). One of the best ways of doing this is to use a qualitative 
approach and interview participants. Interviewing allows access to the 
subtleties and nuances that make up subjective experiences that would not 
be available via more objective means, such as surveys used in 
quantitative methodologies. In doing so it is hoped that the findings from 
this study will complement the quantitative dementia research by 
illuminating something of the range of ways in which commonalities across 
families operate in lived experience; thus bringing fresh insights into 
dementia care.
Rationale for Using Narrative Analvsis
Narrative analysis (NA) was considered the most appropriate qualitative 
approach for this study, as opposed to Grounded Theory (Glaser & 
Strauss, 1967) or Interpretive Phenomenological Analysis (IPA) (Smith, 
1995) for several reasons:
• NA focuses on the narratives people tell about their experiences 
and the way in which these narratives help them make sense of 
their circumstances and guide their behaviour. This is particularly 
relevant to this study as I am interested in the narratives women tell 
about the effect dementia has had on their relationships and the 
way in which these narratives help them make sense of their 
relationships and their circumstances.
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• NA usually involves analysing a person's narration of an experience 
involving a transition. This research is concerned with women’s 
accounts of their journeys with a male relative with dementia and 
how they manage the transition in relation to their family 
relationships.
• There are different approaches to NA that consider what people say 
and how they say it. Using both approaches will allow the research 
to explore how what the women say and the way they say it 
communicates how they make sense of their experiences.
• NA allows me to examine interview transcripts as a whole as well as 
breaking them up into their constituent parts (Murray, 2003). This 
will help the process of exploring the connections made by the 
women across each of their stories.
• Kitwood (1997) advocated biographical work as a means of 
articulating and demonstrating person-centred-care. This research 
would therefore be a continuation and expansion of person-centred 
care.
• Keady ef a/. (2007) highlight that many voices shape and construct 
the lived experience of dementia. They argue that it is the purpose 
of social research methods to capture these experiences in all their 
complexities with a view to enriching and expanding public and 
personal narratives of dementia.
Mv Personal Position on Narrative Analvsis
Through my research experience and reading authors such as Flyvberg 
(2006), I have come to value both quantitative and qualitative research 
approaches as ways of capturing human experience. However, I have a 
particular interest in qualitative research and learning about people’s lived 
experiences. My clinical work has taught me the importance of taking 
multiple perspectives and being mindful of contextual influences when
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trying to understand people’s lives. I have therefore become drawn to social 
constructionist ideas on human experience. Narrative psychology can be 
said to be located within this epistemology and offers useful insights into 
how family interactions give rise to family members thinking differently 
about situations and vice versa.
Rationale for Using a Svstemic Case Studv Design
As discussed earlier, different perspectives contribute to the construction of 
a narrative. Therefore this study uses a systemic case study design to elicit 
the perspectives of different female family members within and across a 
series of families (Dallos & Vetere, 2005). Drawing on this method allows 
for the exploration of interpersonal influences that may be contributing to 
the construction of individual narratives within a family. Furthermore 
Banister et al., (1994) argue that illuminating different perspectives make 
research conclusions potentially richer and more valid.
Self-Reflexivity
“Nothing not even memory, remains static but is created anew each time 
out of the exchange of information between current context and previous 
patterns.” (Byng-Hall, 1995, p.65). The current context for participants of 
this study included that they were all women telling their stories to me in a 
one-to-one interview. I am a 29 year old woman. As a woman interviewing 
women, gender discourses may have been shaping the interview process. 
Some studies have found that people who conform to gender stereotypes 
may be encouraged or rewarded for such behaviours in the form of social 
approval (e.g. Fiske & Stevens, 1993). One such stereotype is that women 
express more fear, vulnerability, and sadness than men do, (Briton & Hall, 
1995; Fabes & Martin, 1991). Between me and the participant therefore, we 
may have been encouraging conversations that emphasised fear, 
vulnerability and sadness.
The other contextual factor is their voluntary status as participants. Beyond 
a desire to help, they may have been motivated by a desire to portray 
themselves in a certain light or by a desire to discover more of themselves.
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My own experiences of dementia may have led me to take note of 
comments that were very similar to or different from the way that I have 
experienced having a grandparent with the disease. There is also a risk 
that I have applied my own ideas of dementia's impact on relationships and 
thus missed reflections that differed from my own.
Lastly, the literature of dementia is very negative e.g. “a catalogue of 
horrors and documents of fear, dread and loss” (Kontos, 2004, p.845). This 
is likely to shape individual’s, families’ and society’s perception of the 
disease, including my own. I am also looking for the negative in my 
research which may have influenced the interviews. This is not surprising, 
as clinical psychologists are asked to help alleviate distress. In order to do 
so it is helpful to understand its source, maintaining factors and relational 
effects.
Procedure
Stakeholder Involvement
The planning and design of the research was informed by discussions with 
an independent trainer and consultant in dementia care, a clinical 
psychologist from an older adult psychology service and my university 
supervisor. The research proposal was then commented on by individuals 
who attend a carer support group run by the Alzheimer’s Society and the 
co-ordinator of service-user and carer involvement at my university. 
Following this, the scientific quality of the proposal was reviewed by a panel 
from the clinical psychology programme team. Finally, the proposal was 
approved by the University of Surrey Ethics Committee, the Surrey and 
Boarders Partnership NHS Trust R&D Department, and the London- 
Bentham NHS Research Ethics Committee^
 ^ All letters of approval can be found in Appendix 1
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Recruitment
The Alzheimer’s Society and an older adult mental health service were 
approached and informed about the study. Professionals from these 
services were given an information sheet (see Appendix 2) to disseminate 
to potential participants that met the inclusion criteria. Six informal carers 
emailed to express an interest in participating. I telephoned or emailed 
them to discuss the study in more detail. Three of these carers agreed to 
participate. They also gave me the contact details of their relatives who 
expressed an interest in participating. This resulted in seven female 
participants agreeing to take part from three different families. For each of 
these families, the relative with dementia was male. After gaining their 
written informed consent^, I interviewed each of them in their homes. The 
study is therefore based on a sample of self-selecting relatives of people 
with a diagnosis of dementia.
Interview Protocol
The interviews began with a discussion of the participant information sheet 
and the completion of the consent form. Genograms^ were then drawn to 
orientate participant and interviewer to current family relationships. Copies 
of each family’s genogram can be found in the results section. The 
genogram was followed by the completion of three Perceiver Element 
Grids'* (PEGs, Proctor, 2012) to look at interpersonal perception within the 
family at three time frames: before the dementia, during the early signs of 
dementia and after a diagnosis of dementia. The PEGs were used as a 
means of integrating some focused and consistent questioning on ‘who 
relates to whom, and how?’ into the interviews. They also allowed the 
exploration of how individual’s perceptual constructs shifted over time. 
Following these exercises, the women were asked a series of questions in 
a semi-structured interview. The questions used came from talking to all
Appendix 2 shows the Consent Form
 ^ A  genogram is a visual diagram of a family tree, spanning three to four 
generations, in which relationships, significant events, and the family’s social 
history may be mapped (Vetere & Dallos, 2003).
“* Appendix 5 provides a sam ple of completed PEGs
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those involved in the planning and design of the research, and from the 
literature review. They were as follows:
• How did you see your family relationships before the dementia?
• How did you see your family relationships when the dementia was 
there, but before the diagnosis?
• How did you see your family relationships after the diagnosis?
• Did you notice any changes in your relationships in the family?
• What helped your family relationships through this challenge?®
Narrative interviews are designed to offer people an opportunity to provide 
detailed accounts of a particular experience (Murray, 2003). My interview 
style was therefore intended to be flexible. The interview schedule was 
used as a guide to ensure that particular areas were covered in each 
interview, while allowing space to “follow feedback idiosyncratically" (Burck, 
2005).
Interviews ranged from half an hour to one hour and forty minutes. The 
average length was one hour and ten minutes. All interviews were 
transcribed® and edited to include paralinguistic information e.g. pauses, 
ums, ahs, laughing, crying etc. The first interview was considered a pilot 
run and the feedback I received regarding this interview helped refine the 
interview protocol. The participant was Alice Forster. She considered the 
interview prompts and use of the genogram to be acceptable and I have 
included her transcript in the analysis.
Immediately following Alice’s pilot interview, I met with the other 
participants from her family; Anne and Jill. Having spoken with them I 
noticed a pattern in our interviews and so changed how the PEGs were
® S ee Appendix 3 for the full interview schedule including prompt questions. 
® For a sample transcript including coding see Appendix 4
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completed. Completing them at the beginning of the interview seemed to 
interrupt the flow of the women’s narratives and our engagement. I 
therefore incorporated the PEGs into the main body of questions and 
completed the grids myself. Procter (personal communication, 24**’ June 
2012) endorsed this change of administration, responding that PEGs are a 
flexible method.
The Study Sample
Situating the Sample
The female participants were recruited via an older adults’ psychology 
service in an NHS trust and the Alzheimer’s Society. Only those families 
where one member was currently, or had been receiving support from the 
services were approached. It was felt that recruiting this way would make it 
easier for participants to seek support if they should need to do so. In 
addition to this ethical consideration, there were methodological reasons for 
recruiting the sample from this context. There are many families who do not 
get referred to a service or seek support from the Alzheimer’s society, so 
my sample represents a distinct group; families or women who have sought 
support or advice from an organisation. I hoped that by interviewing these 
women I was tapping into a group who might have something to offer with 
regards to service development. In doing so, I hope the findings of this 
study will provide information that could be useful to professionals 
supporting those affected by dementia to improve the quality of dementia 
care. Elliott et al. (1999) recommend that a description of participants is 
given in order to clarify to whom the findings might apply. Demographic 
details of the seven female participants are given at the beginning of the 
results section.
Inclusion Criteria
• Adults (aged 18 years or over) with the capacity to consent;
• Individuals who are close family members of someone with a diagnosis 
of AD or VaD, whether directly involved in caring or not. A close family
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• member is defined as a spouse, parent, daughter/ son, or sibling of the 
person with the dementia. The person with dementia must have had a 
diagnosis of AD or VaD for at least a year to allow time for families to 
observe changes in their family post diagnosis.
• Individuals who are fully informed of the diagnosis of dementia in order 
to gain informed consent.
Exclusion Criteria
• Individuals with a diagnosis of dementia
• Individuals who do not have the capacity to consent
• Individuals with a learning disability. Due to resource limitations, only 
participants who do not have special communication needs were 
considered to take part in the study. This was also in order to ensure 
that participants adequately understand the written and verbal 
instructions provided in the research and that consent was fully 
informed.
• Individuals that cannot speak English without the need for an interpreter. 
Meaning and understanding may be lost if an interpreter were to be used 
as English is my first language.
• Families living with a dementia that has genetic implications (such as 
Huntington's disease) were excluded due to the additional complexities 
that these dementias have on families; something which is beyond the 
scope of this research.
Sample Size
The number of participants in narrative research varies. Studies have used
sample sizes ranging from one to 22, (Gilbert, 2002; Phoenix & Sparkes,
2008). Esin, (2011) argues that the construction of rich, detailed narratives
within the research context is the key to a good narrative analysis and that
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therefore, the number of participants is not the major concern. This study 
was aiming for between three and nine participants and eventually included 
seven. By having a small sample size, I hope to provide an in-depth 
analysis of people’s narratives that illuminates some of the nuances of their 
experiences; something that quantitative research alone is unable to 
provide.
Ethical Considerations
Confidentiality
All data were treated as strictly confidential. The women were informed that 
due to the nature of the research their narratives may make them 
identifiable to readers, although information has been made anonymous as 
far as possible. For example, identifying details surrounding the interviews 
such as name and age have been removed. One potential risk raised was 
the possibility that the women may say something about their family 
relationships that may raise safeguarding concerns. All the women were 
advised in the participant information leaflet and verbally that if they talked 
about anything that suggested harm may come to them or anyone else, I 
would have a duty of care to break the confidentiality agreement and I 
would discuss this with them.
Informed Consent
All the women were given an information sheet explaining the research. 
They were also given an opportunity to meet with me to discuss any 
concerns. Included in the information sheet was the knowledge that 
participation was voluntary and that they could opt out at any stage of the 
research process without giving a reason. The women were also informed 
that I would not be informing their relatives about their participation in the 
study; sharing of information between family members was left to the 
discretion of the participant.
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Minimisation of Harm
As discussed earlier, because of the sensitive nature of the subject matter 
of the interviews, the women were recruited via an older adults’ psychology 
service in an NHS trust and a carer’s support group run by the Alzheimer’s 
Society. Furthermore, it was made clear in the participant information sheet 
and verbally that if individuals should become distressed as a result of 
participating in the research, I would either put them in touch with support 
services in their area or they could contact a member of the psychology 
team who had been working with them. A number of questions were asked 
at the end of the interview to determine whether the women required further 
support.
The Procedure for Analysis
There are many ways to analyse narratives (Riessman, 2008). My analysis 
drew upon and adapted several approaches. In doing so, I hope to provide 
a richer interpretation of the interviews and to contribute to addressing my 
research question.
Analvsing Individual Narratives 
Reading and Re-reading of the Story
Repeatedly reading the transcripts allowed me to develop an overall sense 
of the person’s story (Dallos & Vetere, 2005) and enabled me to familiarise 
myself with both their structure and content (Murray, 2003).
Writing a Summary
Following Murray’s (2003) guidelines I wrote a short summary of their 
narrative, identifying key features. Wherever possible I drew on the 
participant’s own language for this. This procedure helps in gaining a sense 
of the participant’s process of 'emplotmenf (Ricoeur, 1984). Emplotment 
refers to the way people make a plot out of a series of events and put it 
within a narrative structure. They may choose to emphasise or minimise 
certain events. Emplotment determines what meaning they take from
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events and what is likely to happen as the action of the story progresses. 
For example, the way a person plots their story of dementia’s impact on 
relationships may instil hope, encourage investment or despair. The 
narrative form, tone, genre and message all are integral to the process of 
emplotment.
Narrative Form
Our ability to construct coherent narratives of a particular tone seems to 
relate to wellbeing (McAdams et al., 2001). Therefore, this stage of the 
analysis began by considering how coherent stories were; specifically 
whether events and relationships described make sense or are 
contradictory (Dallos and Vetere, 2005). I then considered whether the 
participant’s story was recognisable as one of the three rudimentary forms 
of narrative identified by Gergen and Gergen (1988); stable, progressive or 
regressive. These three forms all describe a narrative’s linear movement 
through time towards an end point which is weighted with a value. In a 
stable narrative, the individual remains essentially unchanged in relation to 
their value. In a progressive narrative there is movement towards a value, 
and in a regressive narrative there is movement away from a value. Each of 
these narrative forms possesses inherent implications for the future.
Narrative Genre
“We never cease to reinvent the narrative identity that constitutes us, in the 
light of the narratives proposed to us by our culture. In this sense our self- 
understanding presents the same features of traditionality as the 
understanding of a literary work" (Ricoeur, 1991, p. 32). It can be argued 
that the production of narratives is mediated by socio-cultural stories. 
Genres can be said to be categories of these socio-cultural stories. Thus 
identifying the genre of a story says something about how socio-cultural 
stories mediate the content and meaning of a person’s experience.
For considering the narrative genre of a participant’s story I asked myself 
Thornhill et al.’s (2004) question: ‘What kind of a story is this?’ In 
addressing this question, I considered aspects such as plot development,
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structure and language use. Initially I considered fitting my analysis of 
narrative genre into categories that have already been produced by other 
authors. For example, Gergen & Gergen (1988) describe four rudimentary 
forms of genre: comedy, romance, tragedy and satire. However, I find these 
categories restrictive. I therefore decided to develop my own narrative 
genres to represent more accurately the complexity of the genres that 
emerged for me during the analysis.
Narrative Tone
Drawing on McAdams (1993) guidelines I considered the emotional tone of 
the participant’s story, for example whether it is optimistic or pessimistic. 
“Narrative tone is conveyed in both the content of the story and in the 
manner in which it is told" (McAdams, 1993, p.48).
Narrative Message
This stage of the analysis involved considering the main message of a 
participant’s story. This approach helped me consider the purpose of the 
narrative for the participant (Riessman, 2008). Whilst the core message will 
be influenced by the subjective response of the researcher, I drew on 
words or phrases spoken by the participant to ground the analysis.
Narrative Content
In the second stage of analysis I looked at the content of each participant’s 
transcript - i.e. what was being said -  in order to identify key themes. This 
included exploring underlying beliefs or values threaded through the 
accounts. Themes were reported either because of their prominence in the 
person’s story or because they related to this study’s research questions. 
Themes were considered in terms of how they contributed to the 
participant’s overall story.
Narrative Context
The third stage of analysis focused less on what was said and more on how 
it was said. This involves a consideration of the situational context specific
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to the research interview. Guided by Riessman’s (2008) performance 
analysis I looked at each participant’s transcript with a view to how the 
person was trying to present themselves during the interview. Riessman’s 
performance analysis refers to analysis of the ways that a research 
participant may dramatize certain stories in order to bring them alive. I also 
looked at my responses and comments to consider how the narrative had 
been co-constructed.
Analvsing Familv Narratives
In the fourth stage of analysis I explored whether there were any similarities 
or differences in the themes and narratives across members of the same 
family as a systemic case study. Lastly, I considered themes and narratives 
across the families.
Defining Narrative
I have understood a narrative to be a section of a transcript in which a 
specific event or relationship is described including some of the features 
identified by Labov (cited in Riessman, 2008) or by Gergen and Gergen 
(1988) such as: an orientation to the story (for example, to time place, 
characters, situations), some action (or plot), a conclusion, and some 
evaluation of the event by the narrator.
Validity and Credibility
Narrative approaches, like other qualitative approaches, assume that the 
data, the analysis and presentation of the findings are influenced by the 
researcher (Riessman, 2008). Therefore narrative approaches, do not work 
with same concept of representativeness as quantitative research methods. 
Instead the aim is to produce data which is ‘information rich’ and in context, 
so as to fully appreciate and understand the complexities of meaning {id.).
Elliott et al. (1999) recommend ‘owning one’s perspective’ to help the 
reader to interpret the researcher’s data and understanding of them, and to 
consider possible alternatives. I have attempted to address this in several
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ways: by stating my position in relation to the research topic in the 
introduction; by clarifying my position on NA above; and by including my 
use of prompts and responses in the data analysis. I have also included 
reflections on my role in the research process in the methodology. These 
reflections were aided by keeping field notes during data collection.
Another recommendation by Elliott et al. (1999) is to provide a range of 
‘credibility checks'. Therefore one full analysis was read and commented on 
by my University supervisor, Arlene Vetere and another by Phil Anderson, a 
clinical psychologist from an older adult psychology service.
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RESULTS
The Participants
The participants in this study were seven English Caucasian women from 
three families: the Wilson’s (two participants), the Hague’s (two 
participants) and the Forster’s (three participants). Figures 1 to 3 provides 
genograms of each family. All the participants had a male relative with 
dementia and were over the age of 18. Each family had a member(s) who 
attended social events organised by the Alzheimer’s Society.
As a qualitative piece of research, the sample from this study is not 
expected to be representative. It is therefore less important that the sample 
has a gender bias. However, it was not my intention to interview women 
talking about their relationships to men, but men and women’s 
relationships. Therefore, I have interviewed a male participant caring for his 
wife who has dementia. This allowed me to critique my research and 
consider gender discourses in my findings. The male participant is John, 
aged 79, who is a full-time carer for his wife Fiona, aged 72. Fiona was 
diagnosed with Alzheimer’s disease seven years ago. John’s interview is 
not presented in the analysis but contributes to the discussion.
Presentation of the Findings
Appendix 7 includes the full analysis for each participant; themes identified 
and direct quotes. Here I present a detailed description of two participants 
(the Wilson family) and a brief description of the remaining two (the Hague 
family; and the Forster family). I chose the Wilsons because their narratives 
had the most to offer theoretically and with regards to service development. 
By focusing on them I hope to convey some of the range of the study 
findings.
The analyses of the women’s’ stories within each family are arranged in 
order of interview. This is because each interview and subsequent analysis 
was influenced by the one before, which I sometimes make reference to.
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The PEGs feature alongside the analyses to see how they support or differ 
from the women's' stories.
The Wilson Family
Norman is a 67 year old gentleman who worked as a civil engineer. He has 
been diagnosed with AD for seven years. He lives at home with his wife 
Betty; his main carer. They have been married for 22 years. Norman visits 
a daycentre three times a week, giving Betty respite from caring. Betty (65) 
and her daughter Sharon (48), Norman’s step-daughter, volunteered to be 
interviewed.
Figure 1: The Wilson Family Genogram
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Betty’s Story
A Summary
Betty’s story begins by painting a picture of a “lovely” marriage and family 
life. She and Norman met after being “heart-broken” from previous 
relationships. “Everybody liked Norman” and the grandchildren “idolised” 
their [stepjgrandfather. The couple “had so much planned” for when they 
“retired” but “it was all taken away from” them with the onset of Alzheimer’s. 
The “stigma” of dementia stopped Betty from telling people at first, but then 
Sharon “picked up on it.” Norman’s “personality changed” and he 
“frightened” the grandchildren. Betty finds it “heart-breaking” that she has 
“lost” her husband.
Betty always had a “fantastic” relationship with her daughter who is “just 
like a sister” to her. Concerned about their mother’s “wellbeing” Betty’s two 
children initially became “closer” to her when Norman was diagnosed. The 
subtle changes in relationships here perhaps constitute the middle section 
of her story. However, “as time progressed” the family grew “further apart”. 
Her son Gavin died from health complications. Sharon is “just a phone call 
away” but she has “got her own life” to lead, and the grandchildren now 
adults, don’t visit as often. Betty is “closer” to her sister since the dementia 
because “you just need each other”. However, she declines her sister’s 
offers to look after Norman.
Betty does not socialise as much as she would like as her life “evolves 
around Norman”. She feels “totally alone” in caring for him and guilty when 
she “shouts” at him. Talking to other “Alzheimer’s partners” helps as “they 
feel exactly the same”. Sometimes she wonders “what’s the point of it all”, 
but finds “release” in her garden.
Betty describes a fruitless attempt to have an enjoyable outing with Norman 
as they used to. Her narrative ends with stories of people’s hurtful reactions 
to his behaviour in the GP waiting-room. Her final reflection is of dementia 
being “a long goodbye”.
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The Style of Betty’s Story
Betty’s story is coherent with a sense of purpose. The form seems 
regressive with a mournful pessimistic tone. Shaping the story in this way is 
a major narrative about dementia’s devastating impact on all aspects of her 
and her husband’s life. Although there are flickers of pleasure when she 
discusses “connecting]” with other carers and adoring her grandchildren, 
these are overshadowed by stories of loss and isolation. The idyllic picture 
she paints of relationships before dementia and her hopes of the future 
serve to amplify these stories. Thus the genre of Betty’s story appears to be 
one of ‘tragic injustice’. She relays a strong message of being “heart­
broken”.
Key Themes
Loss
Betty’s narrative is flooded with stories of loss - of loved ones, of dreams; of 
“the man I married”; of “freedom”; and of joyful family interactions. With this 
loss is a sense of being robbed and injustice:
“...we had everything worked out. I had cut down my days 
to three days a week when I reached 60...Norman should 
be 65 when he was going to retire, but it was all taken 
away from us when he was 61...”
Betty’s stories of loss are laced with frequent reflections of what “should 
have been”. These reflections serve to amplify the loss and contribute to 
the sorrowful tone of her narrative:
“...my little niece got married last year in September. That 
was really nice. I enjoyed that, but I still felt ‘oh Norm 
should be here’ and having a good time...”
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Disconnection
Behind many of the stories of loss seems to be a sense of disconnection 
between the family and Norman. He no longer enjoys meals out with Betty; 
his love of making things in the shed with the grandchildren ended; Sharon 
no longer “banter[s]” with him. There seems to be a loss of meaningful 
interaction in relationships with Norman which serves to create distance as 
well as affect the quality of wider family interactions. Betty’s comments of 
“there’s no conversation” and “not the man I married” in the PEGs support 
this interpretation. This disconnection seems to compound Betty’s sense of 
isolation:
“...we just didn’t do them [spend time together] in the end.
You know. I mean Norman’s license was taken away so it 
was down; it was just different. We couldn’t just go over to 
Sharon’s “come on boys; we’re going”. We just couldn’t 
do that. And then you just seem as though you’re further 
and further apart, from them all.”
Secrets
There seems to be a family pattern of keeping secrets. Secrets are 
sometimes valued as a sign of intimacy:
“...they called each other ‘Sep’. He called her ‘Sep’ and 
she called him ‘Sep’ and still to this day I don’t know why 
but...it was lovely.”
However, with dementia, they seem to be born out of shame and perhaps 
contribute to Betty’s sense of isolation:
“Anything that was going on with Norman I wouldn’t tell 
‘em. I probably didn’t tell Sharon at the beginning... I 
didn’t even tell my next door neighbour that Norman had 
dementia for weeks afterwards...”
‘‘What stops you from telling people?"
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“It’s the stigma I think.”
I wonder whether other underlying reasons, such as denial due to fear of 
the future, are behind Betty not telling her friends and family -  particularly 
her daughter whom she was close to. Support for this interpretation comes 
from the following extract where she expresses a desire not to look to the 
future:
“there’s no way that I’m going to let him go into to care, all 
the while I can do what I’m doing for him; but I don’t know 
what’s in front of me, but probably I do; but I don’t want to 
know.”
I did not ask Betty how she saw her relationships in the future. Perhaps 
sensing her fear, I colluded with her.
Relationship with Services
Betty’s description of her relationship with services is very positive. She 
makes clear that the few people she feels she can be open with are other 
carers that she meets at events run by the Alzheimer’s society:
“ ...talking to other Alzheimer’s partners, they feel exactly 
the same...but I think “God I couldn’t tell that to any 
outsiders because you know, you can’t tell normal people 
what you do because you think they’ll think “never”.”
How Bettv Told Her Storv
I left Betty’s interview feeling very sad and moved with a strong desire to 
embrace her. Her story may have resonated with my experiences of loss 
and being comforted. I also think however this reflects a desire from her to 
be comforted and looked after which is not being met. Supporting this 
interpretation are the stories she tells of losing many of her sources of 
comfort; her mother who thought of Betty as her “favourite” died four years 
ago, her son died two years ago and Norman is “not the man” she married. 
She describes her daughter as “being like a sister”, perhaps drawing on a
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model of sisters being more mutually caring of one another than mother- 
daughter relationships. However, she goes on to describe Sharon as 
newlywed, and working more hours than she used to, suggesting she is not 
able to give the degree of comfort Betty seeks. Furthermore, I noticed a lot 
of my responses during the interview were words of comfort or validation of 
Betty’s situation;
“So the joy you used to get with Norman, where do you go 
to get that now?"
“I don’t really.”
“You don’t?"
“No. Nope.”
“That sounds so sad."
“It is sad.”
In the excerpt above I wonder whether I was helping Betty present herself 
as a victim of a tragic injustice. Betty uses what I see as dramatic use of 
language. Shortening her sentences has greater emotional impact, which 
serves to emphasise her loss. This observation fits with my interpretation of 
Betty’s overall story as being tragic in that the more she is able to impress 
on the listener how sad her situation is, the more tragic her situation 
becomes -  and perhaps the more likely as a listener I will give comfort. 
Many of her stories are about her declining offers of support and social 
interaction as “Norman comes first” or how life “should have been” which 
add to a picture of Betty being isolated and a victim of dementia’s cruelty:
“...they would have been joking and laughing...Even now 
the boys at university I know 100% because Norman 
would have been retired we’d have been going down to 
[town] to get Gavin, taking him back after the holidays...”
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Stories like the one above suggest dementia has Betty caught in a state of 
ambiguous loss; unable to think of the future. Boss’s (1999) research on 
the distress ambiguous loss creates, suggests this form of grieving is what 
contributes to Betty’s message of being “heart-broken”.
Sharon’s Story
Summarv
Sharon began her story by painting a picture of a “balanced” and “happy” 
family life before dementia. Norman “never demanded”, and he and Betty 
were a “well-matched” couple. Norman was her sons’ “granddad” “in every 
sense of the word”. She and her brother Gavin were happy to see their 
mum happy with Norman.
But Sharon remembers Norman becoming “more fretful”. Her mum would 
get “cross” with him because he was not able to “fix things” around the 
house or socialise with her as he used to. Her youngest son became 
“scared” of his “odd” behaviour. Other relationships remained the same. 
Sharon has always been “very close” to her mother, although their 
relationship “struggled” when Sharon divorced her first husband as Betty 
disapproved.
The emotional tone of Sharon’s story then becomes jaded as she describes 
her relationship with her mother “deteriorating” two years ago due to 
changes in their circumstances and dementia’s progression. This change of 
tone perhaps signals the middle section of her story. Her mother gave up 
work to care for her stepfather. Sharon felt “pressure” from her family to 
support her mother and make “decisions” for her. However she began 
working “full-time” and as a single parent felt “on her own” with “not enough 
time”. After her brother’s death she felt “everything was on my shoulders”. 
Since then the “quality” of her relationship with her mother has declined. 
Sharon does not enjoy visiting her mother because of the pressure to do so 
and demands made on her once there. This makes her feel “guilty”. She 
also “can’t forgive” her mother’s past hostility towards her second husband 
Pete. Sharon’s story then moves to describing her frustration at her mother
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for not making “a life for herself’. She wants her mother to build social 
“networks” because she is not her mother’s “social life and I can’t be.”
Looking to the future Sharon hopes that her available time will improve as 
“the boys” become more independent. They are “very good” at visiting their 
grandmother who “adores them” and doing their “duty” of seeing Norman. 
Sharon’s story ends describing the “relief” that will come when Norman 
dies. She feels she has “grieved” for him already and is puzzled when 
people speak sadly of someone with advanced dementia dying. To her, 
death stops “the suffering”. She concludes with stories of working at a local 
hospital for people who were “brain-dead” and euthanasia as a means of 
ending suffering.
The Stvie of Sharon’s Storv
Sharon’s story is coherent with a sense of purpose. The form seems 
regressive with a pessimistic angry tone. Shaping the story in this way is a 
major narrative about dementia’s burden and the deterioration in the quality 
of her relationship with her mother. The dramatic contrast between the 
“easy” family life she depicts before dementia and current family 
relationships serves to emphasise this major narrative. This structure 
suggests the overall genre of Sharon’s story is ‘tragic injustice’. Her main 
message seems to be that “everything is on my shoulders” and her “life is 
not my own”.
Kev Themes
The key themes from Sharon’s story are closely interconnected around her 
relationship with her mother and contribute to her main message.
Responsibility
Sharon tells stories of being solely responsible for domestic chores, 
parenting, caring for her mother, decision-making and working. These 
responsibilities compete for Sharon’s time.
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“I was working four days a week, and then my day off in 
the week; I was actually feeling stressed...because I was 
on my own...it was just really difficult because the 
weekends, that’s the only time I had to like do the 
shopping, the ironing, the cooking, the cleaning, whatever 
else needed doing AND go to Mum’s.”
Expectations
Sharon’s narrative is full of stories about people’s expectations, particularly 
regarding her role in the family. She mentions her brother and mother 
holding expectations about her being the one who “knows” and the 
decision-maker in the family. Other expectations include being her mother’s 
“social life” since Norman is no longer able to provide this role:
“...what other people say really pees me off as well 
because it’s like ‘oh well you’ll take your mum on holiday 
won’t you. You’ll do this; you’ll do that’.”
Later on she says:
“And that’s what annoys me most about her is that she 
doesn’t do things. She doesn’t try as much as I think she 
could and should because it’s not going to be long I don’t 
think that she is actually going to be on her own and...I 
am not her social life and I can’t be.”
“Norman was very unassuming, took over the running of 
the house...they just did everything together, but not 
going out all the time, just the two of them were 
comfortable.”
The above extract suggests that since dementia Sharon has replaced 
Norman as the person from whom Betty seeks comfort and security.
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Sharon’s stories of responsibility suggest that some roles are more 
accepted by her than others. For example she does not question the 
division of labour within her house. This suggests she holds expectations 
about her role as mother and wife that might be said to fit within a 
traditional gender discourse (Coltrane & Shih, 2010). Her sons seem to 
share and therefore reinforce this gender discourse:
“Gavin’s room is an absolute tip and when his girlfriend 
stays;...I went in there one day and I said “oh Laura I bet 
your room isn’t like this” and Gavin said, “no her mum 
cleans it up for her”.
Life Stages
The strain of caring for Norman seems to be aggravated by people’s life 
stage. Betty and Norman expected to have ‘their retirement’, as did Sharon, 
allowing her to be independent of them:
“...if Norman had been well ‘oh well they’re away for three 
weeks. Great’. You know that’s how it should be, not this 
‘I feel pressured do to something’.”
Sharon expects teenagers to be selfish because “it’s all about you when 
you’re young” but this seems to cause her extra strain when caring for her 
mother. She hopes to be able to be more independent by going on “trips”
with her husband as her sons begin standing “on their own two feet”, but
feels her mother is reliant on her:
“...this Alzheimer’s thing that you went to...I was so tired 
Katy honestly, and the whole time I just thought I don’t 
want to be here. I just want to go home...I’ve been going 
for five years with her and only missed a couple. But if I
miss one you’re made to feel bad about it... and when I do 
go, she just sits and talks to me, you know; “Don’t talk to 
me, go talk to somebody else”.”
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This last story shows how dementia clashes and disrupts people’s 
expectations about their life stage, causing conflict between family 
members.
Pressure and Resentment
Resentment is described in relation to feeling pressured by other people’s 
expectations, including her mother’s:
““Oh yeh we can put all our money together and buy a 
house and there can be a little granny thingy on the side".
And I hate that assumption..."
Resentment is also described separately from the dementia and seems to 
relate to unresolved feelings of hostility towards her mother:
“...in her eyes ‘nobody can take [ex-husband] Jason’s 
place’ and actually they can; far better... She was very 
hostile, and I can’t really forgive her for that if I’m honest.
And I know I have to because of how she is and what’s 
happened, but it’s very difficult.’’
The themes of expectations and pressure and resentment support the 
regressive, pessimistic structure of her narrative. They also convey the 
anger with which Sharon tells her stories about her relationship with her 
mother, suggesting deterioration in their relationship. This interpretation is 
supported by the comment “not as good as it used to be” written in the to- 
date PEG in reference to her relationship with her mother. I wonder 
whether if Betty had other attachment figures that she could turn to, 
Sharon’s story might be very different.
How Sharon Told Her Storv
My interview with Sharon lasted just over two hours. This was far longer 
than other interviews. I wondered whether this was partly because this was 
the first time she had spoken to someone about her family relationships in 
this way. She became tearful during the interview when discussing feeling
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pressured to support her mum and said dementia made it “difficult to iron 
anything out”, suggesting unprocessed feelings. I wondered what 
prevented her from talking to others yet enabled her to talk to me. She said 
the interview allowed her to “say as much as you want” suggesting that 
outside of the interview context, Sharon holds a belief about what is and is 
not acceptable to say. What these beliefs are is unclear, but there are 
several possibilities. There could be a shared family/societal discourse that 
Sharon holds around daughter’s responsibilities towards their mothers. This 
would explain her feeling “guilty” towards her mother and her decision not 
to speak from fear of being judged. The themes of expectations and 
pressure and resentment support this interpretation. It could also be related 
to Sharon’s identity and position in the family. Her mother described her as 
being “confident” and “spot on”. It may be Sharon holds a position of being 
the capable one who “knows best” which prevents her from expressing 
distress and not knowing. Another possibility is that Sharon feels powerless 
to influence her circumstances and this silences her. Her statement of “I am 
the only one” since Gavin’s death suggests she feels alone in being 
responsible for her mother. Lastly, her reflection about dementia making it 
difficult to “iron anything out” with her mother suggests that dementia itself 
prevents upset feelings being resolved in the family. This may be because 
the illness legitimises Norman and Betty’s distress over hers. The literature 
and public focus on the wellbeing of the individual and their carer may 
reinforce this belief.
The context of the interview may have helped Sharon to be open. I was an 
outsider of a different generation to her family and possibly friends too. She 
may therefore not have felt positioned in the same way in our relationship 
as she does with others. The assurance of confidentiality in a one-off 
encounter may have created a safe containing space for her from which 
she could open up. My expressed interest in the impact of dementia on 
families may have legitimised her feelings. Lastly, my research will be 
heard by people in the field of dementia care and aims to inform service 
development. Perhaps this allowed Sharon to feel heard and have some 
power to influence. Supporting this interpretation are notes I made after the 
interview:
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‘I got the impression I was there for her to vent her 
feelings and give her a voice; to be heard.’
Key Themes from the Wilson Family
Betty and Sharon’s narratives have similar regressive trajectories with a 
pessimistic tone. This seems to be because of the way mother and 
daughter make sense of dementia in the context of their lives and how they 
appraise the impact of the illness on their relationships.
Dementia: An Unexpected Event
Both Betty and Sharon understand dementia as an unexpected event in the 
course of their lives. ‘Retirement’ was to be the fulfilment of dreams with 
several years of good health; the consequences of which is that for Betty, 
dementia has brought huge loss which has become Sharon’s burden.
Changing Relationships
Both mother and daughter describe the quality of relationships changing 
between different family members. These changes seem to be due to either 
a loss of meaning in a relationship or due to changes in the way people are 
positioned in a relationship. For example, Betty and Sharon both comment 
on how Norman no longer seems to enjoy the “drives" he and Betty used to 
do together, or being “in the shed” making things with the grandchildren. 
Without these familiar ways of interacting and connecting, the meaning 
seems to have gone out of these relationships. Betty describes there being 
“nothing” between her and Norman and the grandchildren not coming round 
as much.
With regards to positioning, Sharon and Betty’s stories describe changes in 
the nature of people’s relationships. Hinde (1979) argued that relationships 
can be described in terms of their complementary features. Reciprocal 
interactions involve mutual and egalitarian exchanges (e.g. peer 
interactions), whereas complementary interactions are hierarchical 
exchanges in which one partner is invested with greater knowledge or 
authority (e.g. parent-child interactions). In the Wilson stories what were
Research Dossier: M ajor Research Project 158
once reciprocal have become complimentary relationships between 
husband and wife, and mother and daughter. Betty describes having to do 
“everything” for Norman now. Whereas before dementia their relationship is 
described as being much more reciprocal:
“...I was always in the habit of making sure his 
sandwiches was done and his meal was always on the 
table. He’d done all the; I mean he’d done the kitchen.
Yeh any jobs going that needed doing...”
The change in Sharon’s relationship with Betty seems to partly explain why 
she describes time with her mother as having become an obligation rather 
than a pleasure:
Before dementia:
“It was always very good when the kids were growing 
up...I had health issues and she [mum] was brilliant 
through that.”
After dementia:
“I don’t enjoy going round there [to Betty’s]. I don’t 
because I feel pressured to do it. When you are there it’s:
“can you do this?”
In Sharon’s story dementia has positioned her as her mother’s carer. In 
Betty’s story Sharon is “like a sister” to her, suggesting she views the 
relationship as being reciprocal. This is likely to have influenced the 
women’s expectations of one another in times of stress, in that it gives 
Betty permission to seek comfort and advice from Sharon and Sharon is 
expected to give it. Sharon’s comments support this interpretation:
Katy: “When your mum was going through that difficult 
time with Norman, were there different expectations about 
who she’d go to?’’
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Sharon: “Urn, she’d probably go to me, because Gavin 
would say “oh ask Donna, she might know". It was always 
me..."
Mother and daughter describe dementia impacting family relationships at 
different points in time. Their descriptions suggest dementia causes 
relationships to oscillate with people becoming closer or more distant at 
different stages of the disease. Betty describes her daughter becoming 
“closer” to her around the diagnosis when there was a lot of uncertainty in 
their lives. However both mother and daughter describe their relationship 
deteriorating when Norman -  and therefore Betty’s -  care needs increased:
Sharon: “It’s only really changed significantly in the last 
[pause] two years. Up until that point Mum was working.
She carried on going to work; he was completely able to 
look after himself...”
Betty: “it was just different. We couldn’t just go over to 
Sharon’s; “come on boys; we’re going”. We just couldn’t 
do that. And then you just seem as though you’re further 
and further apart, from them all.”
As the above examples suggest Betty and Sharon seem to have different 
understandings as to how dementia has influenced their family 
relationships. Betty seems unclear why, but attributes Norman’s 
Alzheimer’s as being predominantly to blame for the family growing more 
distant. Sharon seems to understand dementia as aggravating existing 
conflict in the family and preventing resolution.
Imbalance and Struggling Alone
There seems to be a lack of balance in both Betty and Sharon’s lives. 
Sharon’s narrative communicated too much responsibility and her mother 
becoming too dependent on her for a “social life”. Betty’s narrative 
communicated a lot of loss and feeling isolated. Contributing to this sense 
of imbalance is that each describes struggling alone with the weight of their
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distress -  whether burden or loss. It is this sense of struggling alone which 
contributes to the pessimistic tone of their narratives.
Dementia: Helplessness and Embarrassment.
Implicit in both Betty and Sharon’s narratives is feeling helpless:
Betty: “you just can’t do things you wanted to do. You 
know. You just can’t and it’s just all evolved around 
Norman.”
Sharon: “because of Norman it’s difficult to iron anything 
out” and “There’s no point” in talking about her distress to 
others.
They also both tell stories of being “embarrassed” by dementia and 
Norman’s behaviour. Helplessness and embarrassment support the form, 
tone and genre of the Wilson’s narratives.
The Absence of Norman the Person
Both Sharon and Betty remark on Norman not being the same person. In 
Betty’s story she has “lost Norman.” In Sharon’s story she dehumanises 
him: “if it was an animal you’d have just put it out of its misery.” Yet they 
also comment on seeing “glimpses” of Norman. The absence of Norman 
the person may reflect not knowing how to connect with him with dementia. 
This may further isolate both Norman and Betty and reinforce a sense of 
helplessness. The dehumanising narrative may be a reflection of Sharon 
trying to deal with her own suffering and discomfort due to Alzheimer’s, for 
example her loss, guilt, embarrassment, responsibilities and helplessness. 
Support for this interpretation comes from the following excerpt where she 
describes a way of managing her distress:
“I don’t actually get upset talking about Norman because 
he went a long time ago and it’s just a shell. It sounds 
really hard doesn’t it, but I ... dealt with him a long time 
ago”
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Moving On
Sharon comments a lot about moving on, having already grieved and 
hoping for the end to come soon to end the misery. However, there is also 
the frustration at not being able to “move on” until Norman is dead. Betty 
also appears to be faced with the dilemma of letting go and caring for the 
person she loves: “he is not the same person” but “I would never put him in 
a home”. The women seem to be at different stages in the moving-on 
process which adds to tension in their relationship.
Brief Descriptions of the Remaining Five Participants
The Hague Family
Tim Hague is a retired 80 year old gentleman who has been diagnosed with 
VaD and AD for two years. He lives at home with his wife Hilary who is his 
main carer. They have been married for 40 years. Hilary (67), and Tim’s 
sister Gail (71), volunteered to be interviewed.
Figure 2: The Hague Family Genogram
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Hilary’s Storv
The overall structure of Hilary’s story appears stable with an optimistic tone. 
She spoke fluently although with less purpose than the Wilsons. Her 
message seems to be that she feels “lucky” to have supportive family and 
friends. The warmth and optimism with which she tells her story suggests it 
fits within a ‘happy-ever-after’ genre. The key themes of emotional and 
instrumental support, being ciose, connectedness and continuity contribute 
to the form of her story and shed light on the positive effects of the illness 
on family relationships.
Whilst Hilary’s story seems mainly one of stability, the theme of changing 
relationships highlights how dementia alters the way people connect with 
one another. The theme of gender expectations suggests Gail is expected 
to draw on a “caring” discourse as a woman. In struggling to do so Gail 
becomes more distant from the family.
Dementia seems to elicit a family theme of protection in Hilary’s story which 
is portrayed as a double-edge sword. It is a means of caring for someone 
but prevented her from seeking her son’s support. During our interview I 
was conscious of a mother-daughter dynamic between Hilary and me. She 
may have downplayed her problems to protect me from dementia’s burden 
in a similar way she may do with her children.
Gail’s Storv
The key themes of loss and protection contribute to a melancholy tone and 
regressive structure to Gail’s story. Whilst generally coherent, she tended 
to give general/vague answers to questions about her relationship with 
Hilary. She tells stories of loss, discomfort and being forgotten, but with 
laughter to lighten the mood. These aspects of her narrative suggested 
some unresolved issues. The overall genre that her story best fits with 
seems to be one of ‘disconnection’. Her message seems to be that “there’s 
quite a lot of nice things going on...it’s just that there’s fewer of them.” Her 
stories of relating to her brother suggest dementia made it more difficult for 
Gail to have meaningful conversations with him. Her stories of relating to 
her sister-in-law suggest dementia has elicited an unhelpful family role of
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protection in Hilary at the expense of being a friend to Gail. These changes 
have created a distance in her relationships with them. The way Gail told 
her stories suggests she feels somewhat neglected. Self-protection and 
perhaps beliefs about who has permission to voice distress from dementia 
seem to make it difficult for her to talk about its impact.
Although there was a melancholy tone to Gail’s narrative, family traditions 
of celebrating special occasions together bring a sense of belonging. 
Furthermore, Gail spoke of how in some ways she and her brother do 
continue to make connections; through “singing” and touch.
The Forster Family
Richard is a 58 year old gentleman who worked in IT. He has been 
diagnosed with AD for eighteen months. He lives at home with his mother 
Jill (83) who is his carer, his sister Anne (49) and her daughter Alice (19). 
Jill has two other children who are older than Richard and Anne, her son 
Edward lives nearby and her daughter Stella lives in Spain. Jill, Anne and 
Alice volunteered to be interviewed.
Figure 3: The Forster Family Genogram
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Alice’s Storv
Alice told her story with enthusiasm and purpose. Her delivery was 
coherent, although she spoke with less fluency when talking about her 
relationship with her uncle since dementia. The rudimentary structure of 
Alice’s story is stable. Within this, the form moves downwards and then 
upwards as reflected in the key themes of closeness and {un)oertainty. In 
this way there is a very clear beginning, middle and end to Alice’s narrative. 
There are elements of thoughtful, shocking and protesting tones in her 
story as she talks about her relationships, although less thought is given to 
her uncle since the dementia. Alice’s narrative seems to fit a 'coming-of- 
age’ genre. She moves from childhood to adulthood, facing adversity along 
the way. Her main message seems to be that dementia “affects other family 
members” beyond the person with dementia and their carer. I was 
conscious of wanting to take her seriously which led me to question how 
distress is paid attention to in her family.
Anne’s Storv
The emphasis in Anne’s story was on other people rather than her own 
relationships. This may reflect unresolved issues or a wish to focus on what 
was concerning her most; Jill and Alice’s welfare. Her story takes a 
regressive form with a worrying tone. The key themes of strain and friction, 
coping styles and changing relationships support this. Her message seems 
to be that dementia has been “very hard” on the family. However, they 
remain “close” and everyone is trying to “do what’s best”. The theme of 
being close provides some stability to her story. Rather than a tragedy 
therefore, her story seems to fit an ‘endurance’ genre. The context of the 
interview suggested Jill’s burden has become Anne’s worry. Jill’s stoicism 
provides some stability for Anne but simultaneously may also silence her 
worries and leave her feeling helpless.
Jill’s Storv
Jill’s story tends to focus on Alice and Richard’s relationship; steering away 
from reflecting on others. She rarely includes explicit statements about how 
difficult events have made her feel. This suggests she is dismissing
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emotional expressions of need for comfort. The overarching structure of 
Jill’s story is slightly regressive but with a steady, pragmatic tone. Her 
message seems to be that manage”. The key themes of downplaying 
problems, managing contribute to the steady tone and fit the genre of 
‘resilience’. The theme of relationships: consistent and changing highlights 
how people’s relationships vary in how easily they adapt to dementia.
Jill does not explore the impact of dementia on her and her relationships, or 
the effect of Alice and Richard’s changing relationship on other people. 
Perhaps her way of coping and desire to be a good mother who “looks 
after” her family makes this more difficult. Given her age, downplaying 
problems may be a strategy she has developed living through wars and 
hardship which provides resilience. However it begs the question ‘who does 
Jill have to turn to for comfort and support?’ Given the themes of her story 
and how I felt positioned in the interview, services who engage in 
conversations with Jill may find it difficult to identify and meet her needs.
Themes across the Families
Systemic Ripples
The effects of dementia ripple and transmute through the family systems. 
Anne captures it well:
“...if Richard is happier, my mother is happier and then 
the rest of us are.”
Betty’s loss is Sharon’s burden. Hilary and Jill’s burden is Gail and Anne’s 
worry respectively. The ripples are not just dyadic. Alice feels a target of 
Richard’s distress, which frightens her. Jill feels guilty for neglecting 
Richard in Alice’s story and so becomes protective of him which leaves 
Alice feeling unsupported and Anne with divided loyalties. ‘Guilt’ features 
regularly in the stories from the wider family about the level of support they 
provide the carer, along with feeling helpless. These emotions however 
seem to remain unspoken and consequently unresolved.
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Unexpressed Emotions
Common amongst those not identifying themselves as ‘carers’, was a 
sense of unexpressed emotion. Sharon tells her story with anger using 
words such as “hate” and “resentment” about family expectations of her 
towards Betty. Anne spoke about being “concerned” and “worried” about 
her mother and the future care of Richard. Gail was concerned for Hilary, 
although sounded hurt and neglected in her story; Hilary “won’t leave Tim”, 
rather than “can’t”’. These feelings do not seem to get communicated to the 
carer. The carers do not mention their relation’s distress during their 
stories. During the interviews, my comments were often validating their 
positions and I felt positioned as someone who would hear them and help 
communicate their feelings to a wider audience. There may be feelings of 
helplessness and beliefs about who is entitled to be distressed and make 
decisions, which silences individuals. Indeed there are several stories 
which suggest the person with dementia sets the tone in the family, whilst 
the carer makes the decisions:
Anne: “his behaviour was very strange and upsetting 
‘cause he was very moody and Alice found that very hard 
because she was always so bright and cheerful and “hello 
Richard. How are you?” and [Richard would say] “I’m not 
alright. You know I’m not alright”...! used to say to her 
“don’t keep asking how he is. That’s not the thing to say.”
Sharon: “...I had to go to that lunch group for a year with 
h e r... if I miss one you’re made to feel bad about it and 
it’s horrible...”
The only exception to this theme is Alice. The Forster family stories suggest 
Alice has permission to express her distress. This may be due to her age 
and the nature of her relationships.
Meaning and Connecting
For many the normal patterns of connecting have changed which can bring 
a loss of meaning, discomfort and distance to relationships. In Betty’s story
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she and Sharon do not seem to connect with Norman in the ways they
used to by “going out” together or “banter[ing]” respectively. This seems to
lead to a loss of meaningful interaction, and a dehumanisation of Norman; 
creating isolation, distance and distress. Similarly, Alice states “it’s not a 
relationship” between her and Richard and tells a story of his attempts to 
connect with her being uncomfortable:
“...we used to do this game when I was very little where 
you’d run up and poke and then run away...he would 
bring that back, but he would do it so hard and we would 
be like “hey you haven’t done that for years”. Some stuff 
like that, it was a bit; I don’t quite understand.”
Gail also talks about losing her usual ways of connecting with Tim:
“...it’s just that you talked a lot, whereas now you can’t 
really talk a lot to him.”
However, whilst she describes “fewer” “nice things going on” between her 
and Tim, she also says how on some levels they do continue to make 
connections:
“We kiss and hug and we try and joke about things. And 
he sings [laughs], which he does to everybody now.
That’s his way now of almost communicating...So we end 
up having a bit of a sing-song together.”
The extract above conveys the importance of finding meaningful ways of 
connecting in order to sustain relationships through dementia. Tim 
highlights how people with dementia continue to want to connect and have 
a strong attachment need. Richard also wanted to connect in Alice’s story, 
but dementia makes this more difficult and Alice does not seem to know 
how to be facilitative.
Disconnection and loss of meaning does not just relate to relationships with 
the person with dementia. In Hilary’s responses to the PEG questions.
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relationships are described through the lenses of caregiving: her son “is 
more caring” towards Hilary, whilst Gail is “not that caring towards Tim”. 
This suggests that for Hilary since dementia, people need to take on more 
caring roles if they are to remain close to her and Tim. In Gail’s story she 
wants to connect with Hilary, but as a ‘friend’, spending time together. Their 
ways of connecting no longer fit, and they both tell stories of becoming 
more distant. Sharon tells a similar story in her interview in her relationship 
with her mother.
Conversely the disconnection may occur when the carer does not allow 
anyone to help. Anne spoke about wishing she “could do more to help” and 
Jill being “too wrapped up in Richard”, whilst Alice described Jill as “not the 
easiest to help”. This suggests the caregiving relationship between Jill and 
Richard has brought the two closer together whilst Anne and Alice are left 
as outsiders looking in at their relationship, feeling helpless. Similarly, the 
Wilsons tell stories of Betty turning down offers of support and opportunities 
to socialise due to her reluctance to leave Norman. This suggests Betty’s 
beliefs about her caregiving duties may leave others feeling helpless or 
pushed out.
Changing Roles
Changing roles is a theme that threads through all the women’s stories. 
Some relationships move from being reciprocal to complementary. For 
example Hilary describes being “more a mother” to Tim, and Betty 
describes having to do “everything” for Norman. Other relationships see a 
reversal of roles within an already existing complementary relationship. For 
example in Alice’s story Richard moves from being “an older brother” to 
being “a younger brother” and in Gail’s story her “protective” older brother 
Tim now needs “protecting”. The only relationship which does not change in 
its structure is Jill and Richard’s. As mother and son, their existing roles 
closely resemble the carer/care-recipient dynamic that dementia seems to 
create in people’s relationships, and therefore requires less structural 
change.
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People vary in how easily they adapt to their relationships changing. This 
seems to be in part related to the degree of change required. Hilary seems 
to draw on a familiar role of being mother in her relationship with her 
husband Tim. Gail’s description of her as someone who enjoys “mothering” 
suggests Hilary and Tim may have already had this slight mother-child 
dynamic in their relationship which made the transition easier for them. 
Similarly, Sally and Hilary become “closer” in Hilary’s story. Hilary’s 
description of Sally as a sister/daughter suggests a pre-existing reciprocal 
relationship which they could both draw on as Sally became more 
“protective” of Hilary. Likewise, Jill’s description of her eldest son becoming 
more of a “father figure” to her youngest son and the two becoming closer, 
suggests they were able to adapt to their roles changing. This may have 
been facilitated by the fact that their relationship prior to dementia may 
have resembled that of a parent-child relationship. There are ten years 
between Richard and Edward. Differences in siblings’ ages have been 
found to influence differential roles (e.g. caretaking, teaching) that define 
complementary interactions (Vygotsky, 1978). Whereas proximity in age 
has been found to promote egalitarian exchanges (e.g. play) that define 
reciprocal interactions (Dunn, 1983). This may account for why unlike 
Edward, Anne is unsure of her new relationship with Richard as there are 
only three years between them, suggesting a greater transition in their 
relationship dynamic.
Like Anne, Gail and Alice also seem to struggle with adapting to the 
changes in their relationship with Tim and Richard respectively. Gail 
describes finding it “more difficult...to know how to deal with him [Tim]” 
since dementia. Alice’s describes her relationship with Richard since 
dementia as “horrible”. Jill’s story expands on this:
“...it was difficult because I was asking her [Alice] to be 
patient and thoughtful [towards Richard] and she was still 
a child and I think she found it difficult to reverse the 
roles.”
As the above extract suggests, Jill understands the difficulties Alice and 
Richard were experiencing as being due to their pre-existing relationship
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dynamic. This seems to facilitate more empathy from her towards Alice. 
However Hilary attributes Gail’s struggle as being due to her “selfish” 
personality and as such doesn’t “put myself out” to contact Gail.
Relationship Dynamics
Pre-existing relationship dynamics seem to influence people’s level of 
distress with complementary relationships offering some protection in a way 
that reciprocal relationships may not. For example, Jill and Anne are 
parental figures in Alice’s life and therefore have complementary 
relationships with her. This style of relationship is imbued with expectations 
about who gives and receives comfort and protection. Alice expects to be 
comforted and protected by Jill and Anne, and they expect to provide it, but 
not vice versa. This dynamic gives Alice permission to express her distress 
but means her parents are heavily invested in not expressing theirs in order 
to protect her. Conversely Sharon and Betty have a reciprocal relationship. 
Betty feels entitled to express distress and ask for support and Sharon feels 
obliged to respond, although it causes her distress. Hilary and Jill do not 
express distress in their stories. I felt mothered by Hilary and distanced by 
Jill; mindful that she may experience me as attacking her ability to mother. 
Perhaps in these hierarchical positions they cannot express their distress.
Uncertainty and Attachment
Times of uncertainty seem to spark attachment behaviours in people 
bringing them closer together. Alice tells a story of becoming “closer” to her 
mother after Richard’s dangerous driving, and Betty describes family 
becoming “closer” in the lead up to the diagnosis “because they were just 
so concerned with my wellbeing.” However this does not always last as 
people’s increasing care needs and difficulties connecting with others put 
greater strain upon family relationships:
Alice: “me and my gran were not as close I would say. I 
mean now we’re close again, but I would say it was just 
because I was getting frustrated and I think it might have 
been might fault too. I’m a bit more out with my gran
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because I was a bit "gran, what is he doing? Why don’t 
you believe me?””
Sharon: “It’s only really changed significantly in the last 
two years. Up until that point Mum was working. She 
carried on going to work, he was completely able to look 
after himself...he wasn’t a problem.”
Dementia’s Timing
The Wilsons understand dementia as an unexpected event in the course of 
their lives. Betty is left grieving for a lost chapter in her life, whilst Sharon 
has additional unexpected responsibilities. Jill also comments “once my 
husband had died I thought I would be doing more things”. This differs from 
Hilary’s reflections where dementia seems to fit with her expectations of 
their life stage:
“We had a house in America in Florida for nine years and 
we had lovely holidays, so we’ve done very well, I know, 
we’ve had a really good life and Tim sometimes says oh if 
I go tomorrow I won’t worry.”
The degree of disruption that dementia has brought to people’s life stages 
seems to contribute to their narrative structures. Only Hilary’s story has a 
stable form and optimistic tone.
Lifestyle Choices
In the Wilson’s stories Betty and Norman’s lifestyle choice of relying 
predominantly on each other and immediate family for social life has not set 
them up well for adapting to dementia. It seems to have compounded the 
distressing effects of the illness. Conversely, The Hague stories of family 
gatherings and meeting with friends conveys the importance of social 
networks for giving people a sense of connectedness and a source of much 
needed support.
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Orientation
Across all stories, the primary carers focus more on the present; avoiding 
the future; whilst their relatives’ stories seem focused on planning for the 
future out of concern for people’s welfare. These differences in orientation 
seem to cause those closest to the carer to worry and become frustrated:
Anne: I think she [Jill] tries not to think about what’s going 
to happen in the future. Of course it is worrying. My 
mother’s got good health at the moment, but you know 
what is going to happen?...! don’t know whether my 
relationship with my brother, me being younger than him, I 
don’t know how good a carer I could be for him.
Expectations
Expectations are held by different family members about who should and 
will provide care. Sharon feels “pressured” by her family to support Betty, 
Anne worries about who will take on caring responsibilities if her mother is 
unable to, Hilary expects Gail to be ‘“more caring” towards her and Tim. 
These might be influenced by gender discourses. In Sharon’s story she and 
her family assume household chores are her domain. In Hilary’s story Sally 
is positioned as being more attuned to Hilary’s emotional wellbeing 
“because...it’s much harder for boys...they haven’t that soft feminine side”. 
These comments suggest possible gender expectations about women 
being more able than men to give care.
Confidence in Caring
Self-compassion and understanding helpful ways to respond to some of the 
symptoms of dementia appears to influence carer burden. Hilary’s story 
suggests a confidence in dealing with Tim’s forgetfulness, which appears to 
make life easier:
“I don’t get myself stressed because other people have 
said, don’t get stressed. If he says “Oh I told you that” and
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you know he hasn’t, just don’t argue, just you know, let 
these things go.”
Betty’s story includes elements of not feeling able to cope or of being an 
ineffective carer:
“I say “Oh for God’s sake Norman”, you know, and then 
yeh. And then it’s afterwards you feel it. I thought “oh I 
shouldn’t have shouted at him”
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DISCUSSION
Addressing the Research Questions
Implications of the findings are interwoven throughout the discussion in 
order to make explicit the links between themes and concepts, and 
recommendations. Although these stories were told by women, they spoke 
about their family relationships including those between male and female 
relatives. As such, their stories have implications across family 
relationships, regardless of gender.
What Narratives do the Women Tell of Dementia’s Impact on Familv 
Relationships?
The women in this study told me very different stories about their family 
relationships in light of a male relative with dementia. The Wilson family told 
stories of tragic injustice; Betty felt heartbroken from her loss, and her 
daughter Sharon felt angry at her family that everything was on her 
shoulders. The regressive form and pessimistic tone of their stories support 
this. The Hague family told different stories. Hilary felt lucky to have such 
supportive relationships in her life, many of whom had become more caring 
and attentive since the dementia. Conversely, Hilary’s sister-in-law Gail, 
told stories of feeling disconnected and neglected. The contrast between 
the structure (stable vs. regressive) and tone (optimistic vs. melancholy) of 
their stories reinforces how differently they make sense of dementia’s 
impact.
The Forster family stories were different again. Alice told a coming of-age- 
story. The illness introduced uncertainty, fear and conflict into her 
relationships, but with the support of outsiders and family, this passed and 
she matured as a consequence. Her message seemed to be that dementia 
affects family members beyond the person with dementia and their carer. 
The changes in her relationships are reflected in the varying tones and of 
her story: thoughtful, shocking and protesting. Alice’s mother Anne told a 
story of endurance. Whilst people were trying to be supportive, dementia 
had been very hard on them and she worried for her mother, Jill. These
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narratives contributed to a regressive form and worrying tone of her story. 
Jill told a story of resilience. Her family were managing dementia’s impact. 
Whilst it had affected Alice’s relationship with her uncle Richard, the illness 
had not affected other relationships.
The sound and style of the women’s narratives seemed to relate to how 
comfortable they felt when speaking. The enthusiasm with which Hilary told 
her story suggested she felt comfortable and proud to be able to talk about 
her family. However, I found evidence in the other women’s transcripts that 
they were talking about difficult events that perhaps had yet to be 
processed. Some became tearful during the interviews (Betty and Sharon); 
laughed inappropriately (Gail); spoke in a generalised, non-specific way 
about their relationships (Anne, Jill, Gail); or became hesitant when 
recounting a frightening story (Alice). These stories illuminate the need for 
comfort over the lifespan and throughout the family, especially when facing 
an illness such as dementia.
Do the Women’s Narratives Shed Light on the relationship between 
Dementia and Familv Relationships and the Wav Thev Make Sense of 
This?
The women’s narratives illuminate how the distress of a male relative’s 
dementia ripples through families; confirming previous research (e.g. 
Lieberman & Fisher, 1995). What they highlight further is that ‘systemic 
ripples’ does not necessarily mean a dilution of distress as Sharon and 
Alice’s stories illustrate. This suggests that services need to be open to the 
wider family system when supporting people with dementia. This includes 
training practitioners across services to consider the relational needs of 
families. Professionals with systemic training are ideally suited in offering 
family focused interventions and in helping other practitioners -  such as 
nurses -  formulate how the family and wider community might be 
contributing to people’s distress.
The women’s narratives shed light on how for many, a male relative’s 
dementia changes the normal patterns of connecting. These changes may 
either enhance people’s relationships by bringing greater meaning to their
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interactions (e.g. Hilary and her children’s) or by bringing a loss of meaning, 
creating discomfort and distance, and in some cases a dehumanisation of 
the person with dementia (e.g. Sharon and Norman). Contributing to this 
process is the way dementia changes people’s roles in relationships. Some 
roles seem to intensify, bringing greater meaning to relationships (e.g. 
Anne and Alice’s). Whilst other relationship roles are reversed; making the 
transition more difficult as people struggle to find new meaningful and 
comfortable ways of connecting (e.g. Alice and Richard).
Research has highlighted how role changes for the carer can make caring 
difficult (e.g. Keeling et al., 2008). My findings build on this by illuminating 
how many relationship roles in the family undergo change and not just in 
relation to a male relative with dementia. They also highlight how the way 
women understand a relative’s ability to adapt to these changes can 
exacerbate or reduce these effects, i.e. attributing them to personality (as 
Hilary does towards Gail) or role change (as Jill does towards Alice).
Within the women’s stories of relationships changing was evidence of 
people attempting to make connections but not knowing how best to do so. 
There is a lot in the literature about people with dementia and their carers 
becoming socially isolated due to the stigma around the disease (e.g. 
Devlin ef a/., 2007). This research however, suggests a desire to connect 
remains from relatives and friends but the ‘fit’ between their ways of relating 
and those of the person with dementia or the carer is no longer there. 
These findings convey the importance of supporting people to find 
meaningful ways of (re)connecting in order to sustain relationships through 
dementia and help people see beyond the illness. Services may therefore 
benefit from take a relationship-centred care approach (advocated by 
authors such as Fortinsky, 2001) but extending it beyond the caregiving 
dyad in order to help families deal with the relational changes they will 
encounter.
The women’s narratives shed light on how pre-existing relationship 
dynamics influence the degree of distress dementia may cause individuals 
by legitimising who can and cannot seek comfort. This can protect some 
relatives whilst silencing others. Thus it is not just the quality of the pre­
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existing relationship which determines levels of distress as previous studies 
have found in the caregiving literature (e.g. Kramer, 1993), but the type of 
relationship. These findings suggest services should be particularly 
sensitive to the wellbeing of those within the family who are positioned as 
the one people turn to in a crisis and not assume the ‘burden of care’ is 
being held by the carer.
The degree of devastation people expressed towards dementia seemed to 
relate to their life expectations. The Wilson’s narratives highlight how as 
people are living longer, their expectations about the length and quality of 
their retirement are changing (Laidlaw & Pachana, 2009). However, with 
these changes comes an increased risk of people being devastated by 
diseases such as dementia.
The uncertainty expressed around the early stages of dementia seemed to 
cause people to seek and offer comfort; bringing them closer together. This 
did not always last as people’s increasing care needs and difficulties 
connecting put greater strain upon relationships. This finding challenges 
those who contend that in the more advanced stages of dementia people 
with the disease stop seeking comfort from others because other people 
become less familiar (e.g. Miesen 1993). Perceived changes in people’s 
behaviour may not be due to dementia per say, but the way the illness 
impacts on relationships; making it more difficult for people to offer comfort.
Do the Women’s Narratives Shed Light On: How Familv Members Think 
Theirs and Other Familv Relationships Have Adapted to This Challenge 
and What Helped?
Some women told very clear narratives about how well they thought they or 
others had adapted (Sharon, Hilary, Gail and Jill), for others this was less 
clear (Betty, Alice and Anne). Different members of a family told different 
stories about each other’s adaptability (e.g. Hilary and Gail’s). This 
illuminates something of the way dementia can elicit unhelpful 
communication patterns which leave both parties feeling hurt; thus 
exacerbating the adverse effects of dementia. Their stories also highlight
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the many different perspectives that different family members will have on a 
situation.
The apparent difference in orientation between carers (focused on the 
present) and other family members (looking to the future), seems to cause 
those close to the carer to worry and become frustrated. Being focused on 
the present may be a way of coping with fears about death as other authors 
have reported (e.g. Keeling et al., 2008). Professionals need to be sensitive 
to how they engage in conversations with families when different parts of 
the family system may have their focus directed in different ways.
All the women’s narratives included stories and comments about what 
helped their family. Hilary spoke of experiencing an increased sense of 
care and support from relatives, suggesting the fulfilment of a normal need 
for comfort in times of distress. Hilary and Jill told stories of being grateful 
for and appreciative of loving relationships. Their narratives support 
previous research reporting correlations between being grateful and 
measures of wellbeing (e.g. Hill & Allemand, 2011). Gail spoke of her and 
Tim continuing to find meaningful ways of connecting through affection and 
singing. The Hague family spoke of social support, humour and family 
traditions as being helpful. Their pre-existing lifestyles seemed to help in 
reducing the family’s burden unlike the Wilson’s. This contradicts Fisher & 
Lieberman, (1994) findings that being actively engaged in community life 
may reduce wellbeing. Lastly many expressed appreciation for the 
voluntary sector in providing support and advice (e.g. Betty and Sharon).
These findings illuminate the importance of being able to maintain what one 
loves in relationships in order to sustain rewarding and secure attachments. 
Enabling families to do so would be an embodiment of Kitwood’s concept of 
person-centred care. Indeed it would be developing it, by taking a 
relationship-centred care approach. Systems theory is a useful concept for 
professionals to draw on in supporting families as the theory is about being 
able to maintain the ordinary and adapt to change (Vetere & Dalles, 2003).
Self-compassion and understanding helpful ways to respond to symptoms 
of dementia appears to reduce people’s distress. As a clinical psychologist
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working with older adults Anderson (personal communication, 4'  ^July 2012) 
has observed the same. Without support in understanding dementia and 
the experience of the person with the disease, relatives can struggle to 
know how to adapt communication and interaction. Not knowing how to 
connect with their loved ones can leave people feeling frightened, confused 
and helpless; further isolating the person with dementia and reinforcing a 
sense of helplessness in carers.
Do the Wavs the Women Tell Their Stories Illuminate Something of 
Dementia’s Relationship with Familv Relationships?
Common amongst those not identifying themselves as ‘carers’, was a 
sense of unexpressed emotion towards the carer such as anger (Sharon), 
hurt, (Gail) and worry (Anne). Social/family discourses about family duty 
and entitlement, fear of judgment and feelings of helplessness may be 
preventing their voices being heard. The literature and public focus on the 
wellbeing of the individual and their carer may reinforce these beliefs.
The context of our interviews suggested these women may benefit from 
accessing services which legitimise their feelings and help enable them to 
feel they have some power to influence or at least be heard in the family. 
However the stigma around their distress may make it more difficult for 
professionals to engage them.
The way the women told their stories and the interview context suggested 
some minimise problems to protect themselves and others (e.g. Gail and 
Jill). This finding supports previous research suggesting that self-reported 
burden may reflect only the amount of burden that carers (of either gender) 
are willing to report (e.g. O’Rourke et al., 1996).
Minimising problems may have helped them through difficult experiences in 
the past and provided them with some resilience. However, it may create 
feelings of hostility or helplessness in others; creating tension in 
relationships. Practitioners working in dementia-care services may need to 
consider how they can negotiate this difficulty with relatives.
Research Dossier: Major Research Project 180
Considering Gender Discourses
This study listened to the lived experience of female family members. 
However, much of what the women’s stories illuminated was also present in 
John’s interview, (e.g. the themes of orientation, life style choices and 
confidence in caring). This suggests the women’s narratives might 
potentially relate to male family members’ stories too.
Whilst I found some evidence of differing gender expectations, this was not 
a strong discourse. Both men and women offered practical and emotional 
support in the women’s stories. The type of relationship and the 
practicalities around caring seemed to be more relevant in who offered 
what care. John’s interview supports this. However, John also spoke about 
a female relative who questioned his way of caring. It was unclear from his 
interview whether this was related to gender or a reflection of their 
relationship. It is interesting to speculate whether interviewing male carers 
would reveal similar discourses about people challenging their ability to 
provide ‘good-enough’ care.
All the people with dementia in this study were male. I wonder how 
different the stories might be if they were about having a female relative 
suffering dementia. For example, does having your primary attachment 
figure (usually the mother) with dementia change how dementia impacts on 
family relationships?
Evaluation of the Study
Choice of Methodologv
Using a systemic case study design is new to narrative and dementia 
research. The method has illuminated something of what seems to be 
important to families adapting to dementia. It offers ideas about what 
relationship issues may mediate the impact of the disease, thus supporting 
the development of family sensitive interventions for dementia.
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The PEGs provided a useful means of integrating focused and consistent 
questioning on ‘who relates to whom, and how?’ into the interviews. This 
helped to generate stories during the interviews and to illuminate aspects of 
people’s relationships which the women may have not reflected on before. 
They were also helpful in illuminating discrepancies in the interviews and 
constructs across families. Furthermore, their flexibility allowed me to adapt 
them to the interview context and the needs of the women. However, by 
incorporating them into the main body of the interview process I became 
less thorough in how they were administered. I forgot to ask a certain 
questions and did not query when the women’s responses did not 
correspond with the question. This is evident by the many gaps in the grids. 
As such the quality of the material elicited for the PEGs reduced. However I 
would recommend using them in future research. They shed light on how 
many individuals struggle to think relationally and use individual words to 
describe relationships such as ‘happy’. This can be seen in their accounts 
too, which might contribute to people’s relationship difficulties.
The Absent Voice
Not interviewing those with dementia created a gap in my research, as they 
were unable to tell their story. Their absence may have unintentionally 
contributed to the dehumanising discourses that I heard in some of the 
interviews.
Influence of the Researcher
The interview process and interpretation of findings has inevitably been 
influenced by me. I have attempted to address this issue by following Elliot 
et al. (1999) guidelines. However, some of my assumption and beliefs only 
became known to me after interviewing. For example, some participants 
spoke about their relationship with a spouse, yet I did not ask about sex -  
an important aspect to intimate relationships. My assumptions and social 
discourses around the taboo of talking about sex with older adults 
prevented this avenue from being explored. Having a colleague question 
me prior to the interviews may have been helpful in eliciting some of these 
assumptions.
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Future Research
This study would have benefitted from follow-up interviews with participants 
so that feedback surrounding the analysis could be sought and novel 
avenues explored. The scope and constraints of this study made this 
difficult to apply. Future research following a similar methodology may 
benefit from this approach.
Future research would benefit from interviewing male participants and 
participants who had a female relative with dementia in order to gain the 
other gender perspectives. It could also include interviewing family 
members together to explore their shared lived experience, and their 
stories about how the family dealt with adversity in the past. Lastly it would 
be interesting to research the benefits of interventions that help enable 
people to find meaningful ways of connecting, along with including the 
voices of those with the dementia.
Personal Reflections on the Research Process
I was honoured to be able to listen to participants’ personal stories, many of 
which resonated with my own family experiences. For example, I have felt 
frustration at times with relatives whose life choices seem to exacerbate 
their distress. Immersing myself in the analytical process enabled me to 
think differently about my relationships. I wonder whether as a child at the 
time of my grandmother’s illness I may have been protected from a lot of 
the distress that was being experienced by different family members. I hope 
my own experiences of losing a loved one to dementia and a desire to be 
compassionate towards others enabled the participants to feel validated 
and heard.
This research has affirmed what I already believed theoretically; that we are 
systemic beings and our relationships are integral to our experiences. More 
specifically, it has taught me the importance of thinking about the wider 
family system, especially when drawing on therapeutic models which focus 
on the individual.
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NHS letter of access. Applications can be accessed on:
http://www.ukcrc.orq/requlationaovernance/researchpassport/
All parties to fam iliarise them selves and com ply w ith Trust R&D policies and procedures, available 
on the Trust website;
http://www.sabp.nhs.uk/aboutus/policies-and-procedures?searchterm=POLICIES 
Failure to comply with any o f the above may result in withdrawal o f Trust approval.
P lease do not hesitate to  contact me if you wish to discuss any aspect of this approval.
I wish you well with your study.
Yours Truly
Dorrie Mystris 
R&D Facilitator
On behalf o f the R&D Office
Cc: laura.keeqan@ nhs.net
Dr Phil Anderson - SABP
Research Dossier: Major Research Project 198
czza
National Research Ethics Service
02 December 2011
NRES Committee London - Bentham
Research Ethics Committee Offices 
Room 4W/12, 4th Floor 
Charing Cross Hospital 
Fulham Palace Road 
London 
w e  8RF
Telephone: 020 331 10100
Ms Katy Davis
Trainee Clinical Psychologist
Surrey and Boarders Partnership NHS Foundation Trust
Psychology Department 
University of Surrey 
Guildford 
GU27XH
Dear Ms Davis
Study title: An exploration of how fam ilies understand the im pact of
dem entia on their fam ily relationships, pre and post 
diagnosis.
REC reference: 11/LO/1717
Thank you for your letter of 28 November 2011, responding to the Committee's request for 
further information on the above research and submitting revised documentation.
The further information has been considered on behalf of the Committee by the Chair. 
Confirm ation of ethical opinion
On behalf of the Committee, 1 am pleased to confirm a favourable ethical opinion for the 
above research on the basis described in the application form, protocol and supporting 
documentation as revised, subject to the conditions specified below.
Ethical review of research sites
NHS sites
The favourable opinion applies to all NHS sites taking part in the study, subject to 
management permission being obtained from the NHSfHSC R&D office prior to the start of 
the study {see "Conditions of the favourable opinion" below).
Non NHS sites
Conditions of the favourable opinion
The favourable opinion is subject to the following conditions being met prior to the start of 
the study.
Management permission or approval must be obtained from each host organisation prior to
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the start of the study at the site concerned.
Management permission (”R&D apfxovar) should be sought from all NHS organisations 
involved in the study in accordance with NHS research governance arrangements.
Guidance on applying for N H S permission for research is available in the integrated 
Research Application System or at http://www.rdforum.nhs.uk.
Where a NHS organisation’s role in the study is limited to identifying and referring potential 
participants to research sites ("partidpant identification centre"), guidance should be sought 
from the RSD office on the information it requires to give permission for this activity.
For nomNHS sites, site management pm-mission should be ob ta in^ in accordance with the 
procedures of the relevant host organisation.
Sponsors are not required to notify the Committee of approvals from host organisations
It is the responsib ility  of the sponsor to  ensure  that all the  conditions are com plied  
w ith  before the start of the study o r its in itiation at a particu lar site (as app licab le).
Approved docum ents
The final list of documents reviewed and approved by the Committee is as follows:
Document Version Date
Investigator CV 12 September 2011
Letter of invitation to participant 2 12 September 2011
Other: summary cv for supervisor 2 12 September 2011
Other: appendix D 2 12 September 2011
Other: appendix E 2 12 September 2011
Other: appendix F 2 12 September 2011
Other; appendix G 1 12 September 2011
Other: appendix H 1 12 September 2011
Other: appendix L 1 12 September 2011
Participant Consent Form 3 28 November 2011
Participant Information Sheet 3 28 Novemtaer 2011
Protocol 3 28 November 2011
REC application 06 July 2011
Response to Request for Further Information 28 November 2011
Statem ent of com pliance
The Committee is constituted in accordance with the Governance Arrangements for 
Research Ethics Committees (July 2001) and complies fully with the Standard Operating 
Procedures for Research Ethics Committees in the UK.
A fter e th ica l review
Reporting requirements
The attached document "After ethicai review -  guidance for reseæchers”gives detailed 
guidance on reporting requirements for studies with a favourable opinion, including:
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•  Notifying substantial amendments
•  Adding new sites and investigators
•  Notification of serious breaches of the protocol
•  Progress and safety reports
•  Notifying the end of the study
The NRES website also provides guidance on these topics, which is updated in the light of 
changes in reporting requirements or procedures.
Feedback
You are invited to give your view of the service that you have received from the National
Research Ethics Service and the application procedure. If you wish to make your views
known please use the feedback form available on the website.
Further information is available at National Research Ethics Service website > After Review
111/LO/1717________________________ Please quote th is  num ber on all correspondence
With the Comm ittee’s best wishes for the success of this project 
Yours sincerely
Professor David Katz  
C hair
Email: laura.keegan@ nhs.net
Enclosures: “After ethical review -  guidance for researchers”
Copy to: Ms Dorrie Mystris, R&D Facilitator, Surrey and Borders Partnership
NHS Foundation Trust
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Appendix 2: Information Sheet and Consent Form
; UNIVERSITY OF
iii SURREY
Department of Psychology 
AD Building, University of Surrey 
Guildford 
Surrey
Version 3, Date: 28.11.2011 
PARTICIPANTS INFORMATION SHEET
Title of Project; How does dementia impact family relationships?
Name of Researcher: Katy Davis
My name is Katy Davis and I am a trainee clinical psychologist at the University of Surrey in 
Guildford. As part of my training I have to undertake a piece of research. I would be grateful 
if you would help me with this research by taking part in my study to explore the impact o f . 
dementia on family relationships.
What is the purpose of the study?
The aim of the study is to explore how family members feel dementia has impacted on their 
family relationships.
Why am I looking into this?
As you are aware, dementia can affect the whole family. Yet very few studies have 
recognised this. Most research has only focused on the person diagnosed with the dementia 
and their carer. I wish to address this gap in research by exploring how dementia impacts on 
family relationships. I hope the findings from this study will tielp improve support for families 
affected by dementia.
Do you have to take part?
No, taking part in this study is completely voluntary. You may withdraw at any time without 
having to give a reason. Even if you agree to take part, you can choose not to answer any of 
the questions in the interview.
What will happen to you if you take part?
If you decide to take part, 1 will interview you where 1 will ask a few questions about your 
experience of dementia and how it has affected the relationships within your family. Part of 
the interview will involve us drawing on paper how you see your relationships at different 
points in time. This is to help our discussion. We will arrange to meet at a place and time 
convenient to us txjth. 1 will be tape-recording the interviews so that I can remember what we 
discussed. The recording will not be given to anyone else and will be kept securely stored at 
the University of Surrey.
There are no right or wrong answers to the questions I will ask you and you don't have to 
think of questions in advance. Also, you are under no obligation to tell me any more than you 
feel comfortable with.
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The interview will last about an hour, although we can decide between us how to pace it as I 
will be guided by you. I can interview you at your home or at Farnham Road Hospital.
Do vour relatives have to know about vour involvement in the study?
No. I will not be informing your relatives about your participation in the study. It is up to you 
whether you would like to let your family know.
What are the downsides of taking part?
Taking part In the study and discussing aspects of your relationships could cause you to feel 
upset. If this should occur, I will put you in touch with support services in your area.
What are the benefits of taking part?
This research provides an opportunity for you to reflect on the impact ttiat dementia has had 
on your family relationships. It will also help services for people with dementia and their 
families better plari for the future and to improve these services.
What happens after the interview?
All Information about you will be kept confidential and anonymous. The only person who will 
be able to link your name to what you have said is me. My two supervisors for this study will 
see the content of the interview but will not be given any information regarding your identity.
The tape recording of your interview will be destroyed once a written copy of it has been 
made. This written copy and anything else we write down during the interview will be stored in 
a locked cabinet and then destroyed after five years in line with the data protection act.
After 1 have done all the interviews and analysed their content, 1 aim to write up and publish 
the research. I shall also present my findings at meetings. You will not be Identifiable in any of 
these results or presentations.
Please feel free to ask questions about this study at any point. Thank you for taking the time 
to consider participating in this study.
Katy Davis
Trainee Clinical Psychologist 
University of Surrey 
c.davis@surrey.ac.uk 
Tel. 07813095972
Supervised bv:
Professor Arlene Vetere Dr Phil Anderson
University of Surrey Psychology Department for Older Adults
Guildford GU2 7XH Famham Road Hospital
a. vetere@surrey.ac.uk Guildford GU27LX
Tel. 01483 68 2911 philip.anderson@sabp.nhs.uk
Tel. 01483443750
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Version 3. Date; 28.11.2011
UNIVERSITY OF
SURREY
Department of Psychology 
AD Building, University of Surrey 
Guildford 
Surrey GU27XH
PARTICIPANT CONSENT FORM
Title of Project: How does dementia impact family relationships? 
Name of Researcher: Katy Davis
Please in itia l box
1. I confirm that I have read and understand the information sheet dated 
28.11.2011 (version 3) for the above study. I have had the opportunity 
to consider the information, ask questions and have had these 
answered satisfactorily.
2. I understand that participation in this study is voluntary and that I am 
free to withdraw at any time without giving any reason, and without my 
medical care or legal rights being affected.
□
I understand that all personal data relating to volunteers is held and 
processed in the strictest confidence, and in accordance with the Data 
Protection Act (1998).
4. I understand that my interview will be audio- taped, so that a 'script' of 
the interview can be written up later. At this point, all names and other 
personally identifying information will be removed, and the audio-tape 
will be destroyed.
5. The storage and eventual disposal of any material that might identify I I
me has been made clear to me. j___ |
6. I confirm that I have read and understood the above and freely consent 
to participating in this study. I have been given adequate time to 
consider my participation and agree to comply with the instructions and 
restrictions of the study.
Participant’s Name 
(IN BLOCK CAPITALS)
Participant's Signature Date
Name of Person 
taking consent
Signature Date
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Appendix 3: interview Schedule Including Prompt Questions
INTERVIEW SCHEDULE
Title of project: Narratives of Dementia: An exploration of the impact of 
Dementia on Family Groups.
Name of researcher: Catherine Davis
An hour and a half will be set aside for each interview with the opportunity 
for individuals to return for a second 1 hour interview if they feel there is 
more to say.
The interview will begin with us constructing a genogram of the participant’s 
current family. This will be followed by the completion of three Perceiver 
Element Grids (PEGs) to look at interpersonal perception within the family 
at three time frames: before the dementia, during the early signs of 
dementia and after a diagnosis of dementia. The PEGS will allow the 
exploration of how individual’s perceptual constructs shift over time. The 
following questions will be drawn upon to explore stories around the 
genogram and PEGS
Warm up questions
• Perhaps you could begin by telling me how you are related to the 
person with the dementia?
• How long have you known the person with the dementia?
• How long has your relative had the dementia?
• Do you live with this person?
Main Questions
• How did you see your family relationships before the dementia?
• How did you see your family relationships when the dementia was 
there, but before the diagnosis?
• How did you see your family relationships after the diagnosis?
• Did you notice any changes in your relationships in the family?
• Can you give some examples?
• What helped your family relationships through this challenge?
• How have you found the interview?
• How does it feel to have talked about your family like this?
General Prompt questions/statements:
• Could you tell me a bit more about that?
• That sounds really interesting, can you expand on that?
• How about other relationships in the family?
• Could you give me an example of what you mean?
• Why do you think that might be?
• There is no correct answer. I am interested in your experiences.
• You don’t have to talk about that if you don’t want to
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Appendix 4: Sample Transcript of Interview with Sharon Including 
Coding.
Interviewee: italic text 
Interviewer: normal text
Transcript Coding
What has that been like for other people in the family?
Urn, I’d say it didn’t change. It’s only really changed 
significantly in the last [pause] two years. Up until that 
point Mum was working. She carried on going to 
work, he was completely able to look after himself. He 
was able to go to the loo he could make the tea, he 
just didn’t do anything. And Mum could leave him, go 
to work, come back, so it didn’t actually change 
anything. I know that sounds really silly, because he 
wasn’t a problem -  if that’s the right word to use.
I wonder what that was like for Norman and your 
mum's relationship during that time when he stopped 
doing things.
Oh yeh.
The way you described him before was someone 
doing lots of things in the garden and in the shed, so i 
was wondering: did you notice anything in their 
relationship?
Yeh, she used to get very cross with him because, 
you know something very simple like putting a plug 
on, you know the things that we all should be able to 
do [yeh], um, not being able to fix things, not being 
able to do things and again they didn’t do anything 
really socially, but I think every Sunday they would go 
for a drive and have a Sunday roast somewhere, that 
kind of thing [mm]. It was never going to the pub in 
the evening. Always in doors Monday to Friday and 
occasionally would go out on a weekend, but only the 
two of them. So she missed that, but the social side, 
she isn’t social, or wasn’t social it was always just the 
two of them, but not in a nasty way [no no, yeh yeh], 
just really, um.
What was it like between you and your mum during 
that time?
Dementia didn’t 
affect her at this 
point
Aware of 
mother’s ioss. 
What about 
Normans?
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Um, it was about the same because she’s a very 
caring woman. She doesn’t really complain an awful 
lot and she doesn’t. And she does an awful lot for 
other people, like Norman’s mum and dad lived next 
door but one [oh yeh], so she would always be round 
there doing their lawns, doing their cleaning and 
somebody else’s up the road. It was always 
something, so she actually -  I’m going to use the 
word ‘enjoys’ -  enjoys caring, and even now she gets 
her break but she doesn’t seem um, really stressed 
by it, if that makes sense, she doesn’t, because she 
actually enjoys it to some degree -  the caring side of 
it. Um, I’ve forgotten the question you’ve asked now 
[laughs], my rambling.
No no, it doesn’t matter. This is good. It doesn’t 
matter if you ramble. Don’t feel that’s a bad thing 
because often wherever your train of thought goes, 
that’s quite revealing. Um, it was around your 
relationship with her from 2007 onwards, when the 
period was just gradually getting worse and up to date 
really.
Yeh, um it did deteriorate because I think it was more 
circumstance than anything because when -  again I 
just can’t think of the years, but it was all 2007 
definitely. So I started work four days a week then at 
the [town] hospital; different job but four days a week 
and on my own it’s very difficult. How old would the 
boys have been? um secondary school. So I was 
working four days a week, and then my day off in the 
week; I was actually feeling stressed because I, and 
to this day I feel torn, because I was on my own, the 
house was an absolute tip, I mean it really was, 
because there’s no time to do anything; the boys are 
boys; lazy, messy, don’t - they’re better now believe it 
or not [slight laugh], um, it was just really difficult 
because the weekends, that’s the only time I had to 
like do the shopping, the ironing, the cooking, the 
cleaning, whatever else needed doing AND go to 
Mum’s [mm, right]. Um,
So you were Juggling a lot. That sounds tough
Yeh. And again it goes back to that, you know I was 
saying earlier, when the kids were younger I had 
more time. Mum was working full-time, and now she’s 
got all the time in the world and I haven’t, [mm]. And I 
am the only one.
So how did that affect your relationship then; that 
difference in availability of time and feeling that you 
are the only one?
‘Enjoys’ -  does 
this prevent her 
from noticing 
Betty’s distress?
Pressure. Time 
limited
Pessimistic tone.
Listing
emphasises her 
work load and 
builds pressure 
into her story.
Validation
Frustration -  bad 
timing.
Sole
responsibility. 
Powerful line.
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Well you just feel guilty. You do feel guilty. I feel 
guilty. You can’t help it. You just do [became tearful].
That’s alright. I should have given you a warning 
when we do talk about relationships often it does 
bring tears. I’m not quite sure whether I’ve had a dry 
eye yet in my interviews, so. But it’s obviously 
something that really affects you.
Mmm [said tearfully]
And is that something that you; you say it took a 
nose-dive, is that partly why? Or is it still like that 
now?
Err, yes I guess so. I work full time now and the 
hours, [sighs] I don’t know. You just haven’t; there is 
just not enough time. There just isn’t, you know. And 
when my brother died, it’s hard [tearful]
You said you feel the only one, what did you mean 
feeling the only one?
Well I am the only one now; because Gavin was 
wonderful. You knew that if I didn’t go round there my 
brother would be round there and he was lovely.
She’d cook for him and do all the things mothers do 
and um, so then I’d think ‘oh that’s good, because I 
don’t have to go round there’. You know I’ve got two 
sons.
So does it feel like you’re quite torn? A sense of 
responsibility.
Mm [tearful]
Yeh. Not someone to share it with anymore. It sounds 
hard.
Mm.
How do you think your mum would describe your 
relationship with her?
Um, well not as good as it used to be.
Is that to do with time, or in terms of when you are 
together the quality of it isn’t as good?
Um, probably the quality of it isn’t as good really. Um, 
you know because I haven’t got time. And just events, 
you know, over years have just changed. You know 
my brother dying, um. You know I had health issues 
and she was brilliant through that,_____________ ___
Guilt. Distress
Unprocessed
feelings
Normalising,
reassuring.
Pressure. Time 
limited.
Distress
Contrast to 
beginning of her 
story.
No one to turn to. 
Alone.
Responsibilities 
elsewhere. Two 
sons - not her 
fault-justifying 
herself to me?
Relationship
deteriorated.
Betty was 
supportive to her 
in the past._____
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um, and then Norman getting diagnosed, me getting 
divorced. I didn’t actually get divorced until Feb, it just 
went on and on, it was horrible. Her different views on 
it; and to this day she still doesn’t really want to listen, 
but that’s fine. But there’s something there that isn’t 
the same. Um, do you feel resentful, yeh I do, mm.
What sort of things do you do together or talking 
about when you do see each other?
Um, obviously the boys, they’re the, she does love the 
boys. Um, work, um, Norman, you know what she’s 
done, and I have been, not going to say ‘hard with 
her’ because she needs encouragement to do things. 
She’s very “oh I can’t do that’’ you know. She very 
rarely comes round here which annoys me, because 
she can go everywhere else and leave Norman a 
couple of hours; and he can be left. Ah because he 
really isn’t one of these aggressive ones and he does 
just sit there, but I know always in the back of your 
mind ‘well he could fall’ and I know it progresses like 
that and levels out and there’s going to be a time 
when she’s not going to want to leave him, but what 
can you do?
How do you understand the fact that she doesn’t 
come round here?
I’m I don’t know really, 
sometimes.
don’t understand her
Do you know what her reason is?
No. It’s certainly not Pete or anything. She really 
adores him and again she only really got to know him 
because of my brother dying. You know, because in 
her eyes ‘nobody can take Jason’s place’ and actually 
they can; far better. I truly believe to this day that if my 
brother hadn’t died she would have the relationship 
she has because she was quite hostile and I wouldn’t,
I probably wouldn’t have you know ‘oh well lets go out 
for dinner’ kind of thing because she was hostile. If I 
was round there and Pete would call, ‘oh you better 
get that’ you know, it was very hostile, and I can’t 
really forgive her for that if I’m honest; not really. And I 
know I have to because of how she is and what’s 
happened, but it’s very difficult. You know it has 
changed hugely, but not because of Norman.
Right, because of other events
Yeh honestly. It’s not all down to Norman and_______
Hurt, resentful.
Looking to the 
future. Angry, 
frustrated. Weight 
of mother’s 
quaiity of life on 
her shoulders.
Mum making her 
life more difficult 
because she 
won’t help herself.
Feeling helpless.
Doesn’t have an 
understanding of 
her mother’s 
actions.)
Hostility.
Anger/hurt.
Pre-existing 
conflict in family
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Alzheimer’s, it isn’t.
Just the timing
And because of Norman it’s difficult to iron anything 
out really and also what other people say really pees 
me off as well because it’s like ‘oh well you’ll take 
your mum on holiday won’t you. You’ll do this; you’ll 
do that’. Well [slight outtake of breath to suggest 
‘really?’].
Right, so there’s a big assumption by everyone
Yeh. It’s horrible; that you’re going to do it. And it’s 
not because I don’t want to do it, it’s because I 
haven’t got time to do it.
An extra pressure.
And the boys, they’re. I’m going to say ‘more 
important’ because they actually are, and where they 
are in their lives, than my mum.
They’re your own children
And that sounds really selfish, but it is. Um, like 
today I think ‘oh well. I’ll go and see Mum’, but then I 
think ‘well no, I want to take Connor to the Harvester’ 
and that’s my day gone. Pete is away. He comes 
back on; not away away; he travels a lot; but he’s 
been down to East Bourne today so he’ll be back 
later. He’s going away tomorrow, um, and then it’s 
back to work Monday and even popping in after work 
is just popping in. As I said Pete is away next week 
so I’ll probably sort of say “oh do you want to go out 
to tea or shall I come round to tea" in the week, but 
I’m always thinking ‘oh I’ve got to get this done, I’ve 
got to get that done’ which is horrible, honestly it’s 
really horrible.
It sounds like you don’t have much time to yourself
No, no. I mean when the boys, since January when 
Gavin went back to Uni you have time to get your life 
back together because they’re not here, um and I 
would say definitely since September it’s got better. 
Pete started a new job January, um, it’s a slow 
process, but things are getting better. But, um, when 
you work full time and you’ve got, they’re not babies, 
but they’re here. Pete works full time. He works from 
home when he is here unless he has to go into 
London. It’s just hard, honestly, there is just no time.
Helpless. 
Unresolved 
conflict/hurt. Feels 
can’t upset mother?
Anger. Pressure. 
Expectations from 
others.
Fear of being 
judged as selfish
Doesn’t feel what 
she can offer is 
enough.
Burdened. Time 
pressured and 
responsibilities.
No time -  repeated 
message for 
emphasis.
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Appendix 5: Alice’s Perceiver Element Grids (PEGs)
Perceiver Element Grid (PEG): Before Dementia
AliceZAnne(mum) Anne/Jill(Gran) Alice/Jill
m Good. Always Always there ArgueÜ there for you. for you. Close because we
< Close are similar, but
close.
Same as above. Close. Arguing.
c Share each Supportive Similar
< other’s stories
Close Supportive Close. Similar.
1 was like her
fifth child.
Perceiver Element Grid (PEG): Beginnings of Dementia
AliceZAnne(mum) Anne/Jill(Gran) Alice/Jill
O
<
Closer Closer Similar to 
before
Argue 
because we 
are similar, but 
close.
Mum worried Same as Not as close.
0
C Stress in the before but Frustration
C
< relationship but 
close
more
disagreements
Close Okay still. Joint Not sure.
— problem­ Difficult? She
solving was trying to 
be
understanding.
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Perceiver Element Grid (PEG): To-date -  after the diagnosis
Alice/Anne(mum) Anne/Jill(Gran) Alice/Jill
0 Close Close Close. Argueo Talk a lot less< Talk more
0 Close Close Like it wascc before more.
<
Close Close Close
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Appendix 7: Full Analysis of all Seven Participants
The Wilson Family
Norman is a 67 year old gentleman who worked as a civil engineer. He has 
been diagnosed with AD for seven years. He lives at home with his wife 
Betty: his main carer. They have been married for 22 years. Norman visits 
a day centre three times a week, giving Betty respite from caring. Betty (65) 
and her daughter Sharon (48), Norman’s step-daughter, volunteered to be 
interviewed.
Betty’s Story
A Summarv of Bettv’s Storv
Betty’s story begins by painting a picture of a “lovely” marriage and family 
life. She and Norman met after being “heart-broken” from previous 
relationships. “Everybody liked Norman” and the grandchildren “idolised” 
their [step]grandfather. The couple “had so much planned” for when they 
“retired” but “it was all taken away from” them with the onset of Alzheimer’s. 
The “stigma” of dementia stopped Betty from telling people at first, but then 
Sharon “picked up on it.” Norman’s “personality changed” and he 
“frightened” the grandchildren. Betty finds it “heart-breaking” that she has 
“lost” her husband.
Betty always had a “fantastic” relationship with her daughter who is “just 
like a sister” to her. Concerned about their mother’s “wellbeing” Betty’s two 
children initially became “closer” to her when Norman was diagnosed. The 
subtle changes in relationships here perhaps constitute the middle section 
of her story. However, “as time progressed” the family grew “further and 
further apart”. Her son Gavin died from health complications. Sharon is “just 
a phone call away” but she has “got her own life” to lead, and the 
grandchildren now adults, don’t visit as often. Betty is “closer” to her sister 
since the dementia because “you just need each other”. However, she 
declines her sister’s offers to look after Norman.
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Betty does not socialise as much as she would like as her life “evolves 
around Norman”. She feels “totally alone” in caring for him and guilty when 
she “shouts” at him. Talking to other “Alzheimer’s partners” helps as “they 
feel exactly the same”. Sometimes she wonders “what’s the point of it all”, 
but finds “release” in her garden.
Betty describes a fruitless attempt to have an enjoyable outing with Norman 
as they used to. Her narrative ends with stories of people’s hurtful reactions 
to his behaviour in the GP waiting-room. Her final reflection is of dementia 
being “a long goodbye”.
The Stvie of Bettv’s Storv
Betty’s story is coherent with a sense of purpose. The form seems 
regressive with a mournful pessimistic tone. Shaping the story in this way is 
a major narrative about dementia’s devastating impact dementia on all 
aspects of her and her husband’s life. Although there are flickers of 
pleasure when she discusses “connect[ing]” with other carers and adoring 
her grandchildren, these are overshadowed by stories of loss and isolation. 
The idyllic picture she paints of relationships before dementia and her 
hopes of the future serve to amplify these stories. Thus the genre of Betty’s 
story appears to be one of ‘tragic injustice’. She relays a strong message of 
being “heart-broken”.
Themes from Bettv’s Storv
Loss
Betty’s narrative is flooded with stories of loss - of loved ones, of dreams; of 
“the man I married”; of “freedom”; and of joyful family interactions. With this 
loss is a sense of being robbed and injustice:
“...we had everything worked out. I had cut down my days 
to three days a week when I reached 60...Norman should 
be 65 when he was going to retire, but it was all taken 
away from us when he was 61...”
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Betty’s stories of loss are laced with frequent reflections of what “should 
have been”. These reflections serve to amplify the loss and contribute to 
the sorrowful tone of her narrative:
“...my little niece got married last year in September. That 
was really nice. I enjoyed that, but I still felt ‘oh Norm 
should be here’ and having a good time...”
Disconnection
Behind many of the stories of loss seems to be a sense of disconnection 
between the family and Norman. He no longer enjoys meals out with Betty; 
his love of making things in the shed with the grandchildren ended; Sharon 
no longer “banter[s]” with him. There seems to be a loss of meaningful 
interaction in relationships with Norman which serves to create distance as 
well as affect the quality of wider family interactions. Betty’s comments of 
“there’s no conversation” and “not the man I married” in the PEGs support 
this interpretation. This disconnection seems to compound Betty’s sense of 
isolation:
“...we just didn’t do them [spend time together] in the end.
You know. I mean Norman’s license was taken away so it 
was down; it was just different. We couldn’t just go over to 
Sharon’s “come on boys; we’re going”. We just couldn’t 
do that. And then you just seem as though you’re further 
and further apart, from them all.”
Secrets
There seems to be a family pattern of keeping secrets. Secrets are 
sometimes valued as a sign of intimacy:
“...they called each other ‘Sep’. He called her ‘Sep’ and 
she called him ‘Sep’ and still to this day I don’t know why 
but...it was lovely.”
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However, with dementia, they seem to be born out of shame and perhaps 
contribute to Betty’s sense of isolation:
“Anything that was going on with Norman I wouldn’t tell 
'em. I probably didn’t tell Sharon at the beginning... I 
didn’t even tell my next door neighbour that Norman had 
dementia for weeks aften/vards...”
‘‘What stops you from telling people?”
“It’s the stigma I think.”
I wonder whether other underlying reasons, such as denial born out of fear 
of the future, are behind Betty not telling her close friend and family -  
particularly her daughter whom she was close to. Support for this 
interpretation comes from the following extract where she expresses a 
desire not to look to the future:
“...there’s no way -  I say it now -  but there’s no way that 
I’m going to let him go into to care, all the while I can do 
what I’m doing for him, but I don’t know what’s in front of 
me, but probably I do. But I don’t want to know.”
I didn’t ask Betty how she saw her relationships in the future. Perhaps 
sensing her fear, I colluded with her.
Relationship with Services
Betty’s description of her relationship with services is very positive. She 
makes clear that the few people she feels she can be open with are other 
carers that she meets at events run by the Alzheimer’s society:
“...talking to other Alzheimer’s partners, they feel exactly 
the same...but I think “God I couldn’t tell that to any 
outsiders because you know, you can’t tell normal people 
what you do because you think they’ll think “never” you 
know.”
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The Interview Context -  How did Betty tell Her Storv?
I left Betty’s interview feeling very sad and moved with a strong desire to 
embrace her. Her story may have resonated with my experiences of loss 
and being comforted. I also think however this reflects a desire from her to 
be comforted and looked after which is not being met. Supporting this 
interpretation are the stories she tells of losing many of her sources of 
comfort; her mother who thought of Betty as her “favourite” died four years 
ago, her son died two years ago and Norman is “not the man” she married. 
She describes her daughter as “being like a sister”, perhaps drawing on a 
model of sisters being more mutually caring of one another than mother- 
daughter relationships. However, she goes on to describe Sharon as 
newlywed, and working more hours than she used to, suggesting she is no 
longer able to give the degree of comfort Betty seeks. Furthermore, I 
noticed a lot of my responses during the interview were words of comfort or 
validation of Betty’s situation;
"So the joy you used to get with Norman, where do you go
to get that now?”
“I don’t really.”
“You don’t?”
“No. Nope.”
“That sounds so sad. ”
“It is sad.”
In the excerpt above I wondered whether I was helping Betty present 
herself as a victim of a tragic injustice. Betty uses what I see as dramatic 
use of language. Shortening her sentences has greater emotional impact, 
which serves to emphasise her loss. This observation fits with my 
interpretation of Betty’s overall story as being tragic in that the more she is 
able to impress on the listener how sad her situation is the more tragic her 
situation becomes -  and perhaps the more likely as a listener I will give
Research Dossier: M ajor Research Project 217
comfort. Many of her stories are about her declining offers of support and 
social interaction as “Norman comes first” or how life “should have been” 
which add to a picture of Betty being isolated and a victim of dementia's 
cruelty:
“...they would have been joking and laughing...Even now 
the boys at university I know 100% because Norman 
would have been retired we’d have been going down to 
[town] to get Gavin, taking him back after the holidays... ”
Stories like the one above suggest dementia has Betty caught in a state of 
ambiguous loss; unable to think of the future. Boss’s (1999) research on 
the distress ambiguous loss creates, suggests this form of grieving is what 
contributes to Betty’s message of being “heart-broken”.
What Can We Learn from Bettv’s Storv?
Betty’s stories of their retirement plans suggest dementia was an 
unexpected event in their life cycle framework and as such she is left 
grieving for a lost chapter in her life. Her stories of family life before 
dementia being “brilliant” and her frequent reflections about how it should 
have been suggests those relationships with Norman and with Sharon and 
the grandchildren were very important to her. Dementia in the context of life 
stage transitions seems to have disturbed this social life and created an 
emotional distance between her and the rest of her family. Her reliance on 
her immediate family for her social life has not set her up to be able to 
adapt to dementia. Instead it seems to have compounded the distressing 
effects of the illness. How Betty told her story sheds light on the way 
dementia may cause the carer to feel vulnerable, leading them to seek 
comfort. This has implications for how services might benefit from thinking 
about carers’ attachment needs.
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Sharon’s Story
Summarv
Sharon began her story by painting a picture of a “balanced” and “happy” 
family life before dementia. Norman “never demanded”, and he and Betty 
were a “well-matched” couple. Norman was her sons’ “granddad” “in every 
sense of the word”. She and her brother Gavin were happy to see their 
mum happy with Norman.
But Sharon remembers Norman becoming “more fretful”. Her mum would 
get “cross” with him because he was not able to “fix things” around the 
house or socialise with her as he used to. Her youngest son became 
“scared” of his “odd” behaviour. Other relationships remained the same. 
Sharon has always been “very close” to her mother, although their 
relationship “struggled” when Sharon divorced her first husband as Betty 
disapproved.
The emotional tone of Sharon’s story then becomes jaded as she describes 
her relationship with her mother “deteriorating” two years ago due to 
changes in their circumstances and dementia’s progression. This change of 
tone perhaps signals the middle section of her story. Her mother gave up 
work to care for her step-father. Sharon felt “pressure” from her family to 
support her mother and make “decisions” for her. However she began 
working “full-time” and as a single parent felt “on her own” with “not enough 
time”. After her brother’s death she felt “everything was on my shoulders”. 
Since then the “quality” of her relationship with her mother has declined. 
Sharon does not enjoy visiting her mother because of the pressure to do so 
and demands made on her once there. This makes her feel “guilty”. She 
also “can’t forgive” her mother’s past hostility towards her second husband 
Pete. Sharon’s story then moves to describing her frustration at her mother 
for not making “a life for herself. She wants her mother to build social 
“networks” because she is not her mother’s “social life and I can’t be.”
Looking to the future Sharon hopes that her available time will improve as 
“the boys” become more independent. They are “very good” at visiting their
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grandmother who “adores them” and doing their “duty” of seeing Norman. 
Sharon’s story ends describing the “relief that will come when Norman 
dies. She feels she has “grieved” for him already and is puzzled when 
people speak sadly of someone with advanced dementia dying. To her, 
death stops “the suffering”. She concludes with stories of working at a local 
hospital for people who were “brain-dead” and euthanasia as a means of 
ending suffering.
The StvIe of Sharon’s Storv
Sharon’s story is coherent with a sense of purpose. The form seems 
regressive with a pessimistic angry tone. Shaping the story in this way is a 
major narrative about dementia’s burden and the deterioration in the quality 
of her relationship with her mother. The dramatic contrast between the 
“easy” family life she depicts before dementia and current family 
relationships serves to emphasise this major narrative. This structure 
suggests the overall genre of Sharon’s story is ‘tragic injustice’. Her main 
message seems to be that “everything is on my shoulders” and her “her life 
is not my own”.
Themes from Sharon’s Storv
The key themes from Sharon’s story are closely interconnected around her 
relationship with her mother and contribute to her main message.
Responsibility
Sharon tells stories of being solely responsible for domestic chores, 
parenting, caring for her mother, decision-making and working. These 
responsibilities compete for Sharon’s time.
“I was working four days a week, and then my day off in 
the week; I was actually feeling stressed...because I was 
on my own...it was just really difficult because the 
weekends, that’s the only time I had to like do the 
shopping, the ironing, the cooking, the cleaning, whatever 
else needed doing AND go to Mum’s.”
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Expectations
Sharon’s narrative is full of stories about people’s expectations, particularly 
regarding her role in the family. She mentions her brother and mother 
holding expectations about her being the one who “knows” and the 
decision-maker in the family. Other expectations include being her mother’s 
“social life” since Norman is no longer able to provide this role:
“...what other people say really pees me off as well 
because it’s like ‘oh well you’ll take your mum on holiday 
won’t you. You’ll do this; you’ll do that’.”
Later on she says:
“And that’s what annoys me most about her is that she 
doesn’t do things. She doesn’t try as much as I think she 
could and should because it’s not going to be long I don’t 
think that she is actually going to be on her own and...I 
am not her social life and I can’t be.”
“Norman was very unassuming, took over the running of 
the house...they just did everything together, but not 
going out all the time, just the two of them were 
comfortable.”
The above extract suggests that since dementia Sharon has replaced 
Norman as Betty’s attachment figure from whom she seeks comfort and 
security.
Sharon’s stories of responsibility suggest that some roles are more 
accepted by her than others. For example she does not question the 
division of labour within her house. This suggests she holds expectations 
about her role as mother and wife that might be said to fit within a 
traditional gender discourse (Coltrane & Shih, 2010). Her sons seem to 
share and therefore reinforce this gender discourse:
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“Gavin’s room is an absolute tip and when his girlfriend 
stays;...I went in there one day and I said “oh Laura I bet 
your room isn’t like this" and Gavin said, “no her mum 
cleans it up for her”.
Life Stages
The strain of caring for Norman seems to be aggravated by people’s life 
stage. Betty and Norman expected to have ‘their retirement’, as did Sharon, 
allowing her to be independent of them:
“...if Norman had been well ‘oh well they’re away for three 
weeks. Great’. You know that’s how it should be, not this 
‘I feel pressured do to something’.”
Sharon expects teenagers to be selfish because “it’s all about you when 
you’re young” but this seems to cause her extra strain when caring for her 
mother. She hopes to be able to be more independent by going on “trips”
with her husband as her sons begin standing “on their own two feet”, but
feels her mother is reliant on her:
“...this Alzheimer’s thing that you went to...I was so tired 
Katy honestly, and the whole time I just thought I don’t 
want to be here. I just want to go home...I’ve been going 
for five years with her and only missed a couple. But if I
miss one you’re made to feel bad about it and it’s horrible 
because I don’t enjoy it....All of them there are in exactly 
the same situation and when I do go, she just sits and 
talks to me, you know; “Don’t talk to me, go talk to 
somebody else”.”
This last story shows how dementia clashes and disrupts people’s 
expectations about their life stage, causing conflict between family 
members.
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Pressure and Resentment
Resentment is described in relation to feeling pressured by other people’s 
expectations, including her mother’s:
““Oh yeh we can put all our money together and buy a 
house and there can be a little granny thingy on the side”.
And I hate that assumption...”
Resentment is also described separately from the dementia and seems to 
relate to unresolved feelings of hostility towards her mother:
“...in her eyes ‘nobody can take [ex-husband] Jason’s 
place’ and actually they can; far better... She was very 
hostile, and I can’t really forgive her for that if I’m honest; 
not really. And I know I have to because of how she is 
and what’s happened, but it’s very difficult.”
The themes of expectations and pressure and resentment support the 
regressive, pessimistic structure of her narrative. They also convey the 
anger with which Sharon tells her stories about her relationship with her 
mother, suggesting deterioration in their relationship. This interpretation is 
supported by the comment “not as good as it used to be” written in the to- 
date PEG in reference to her relationship with her mother. I wonder 
whether if Betty had other attachment figures that she could turn to, 
Sharon’s story might be very different.
Relationship with Services
The following two examples show that services receive mixed reviews in 
Sharon’s narrative. However it is not always clear what service she is 
referring to:
“I think the services that Mum has received are fantastic.”
“I can remember ringing up the social, whoever you ring 
for the attendance allowance and she said “it all goes on
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interrupted sleep, you know, because he’s not getting up 
in the night”. I said “how can you say that?” I said “she’s 
up until twelve, twelve-thirty because he’s poo’d himself, 
so she has to clean him, so they’re not going to bed ‘til 
twelve- thirty, one o’clock and then he’s up at five....”
The Interview Context -  How did Sharon tell Her Storv?
My interview with Sharon lasted just over two hours. This was far longer 
than other interviews. I wondered whether this was partly because this was 
the first time she had spoken to someone about her family relationships in 
this way. She became tearful during the interview when discussing feeling 
pressured to support her mum and said dementia made it “difficult to iron 
anything out”, suggesting unprocessed feelings. I wondered what 
prevented her from talking to others yet enabled her to talk to me. She said 
the interview allowed her to “say as much as you want” suggesting that 
outside of the interview context, Sharon holds a belief about what is and is 
not acceptable to say. What these beliefs are is unclear, but there are 
several possibilities. There could be a shared family/societal discourse that 
Sharon holds around daughter’s responsibilities towards their mothers. This 
would explain her feeling ‘guilty’ towards her mother and her decision not to 
speak from fear of being judged. The themes of expectations and pressure 
and resentment support this interpretation. It could also be related to 
Sharon’s identity and position in the family. Her mother described her as 
being ‘confident’ and ‘spot on’. It may be Sharon holds a position of being 
the capable one who ‘knows best’ which prevents her from expressing 
distress and not knowing. Another possibility is that Sharon feels powerless 
to influence her circumstances and this silences her. Her statement of ‘I am 
the only one’ since Gavin’s death suggests she feels alone in being 
responsible for her mother. Lastly, her reflection about dementia making it 
difficult to ‘iron anything out’ with her mother suggests that dementia itself 
prevents upset feelings being resolved in the family. This may be because 
the iliness legitimises Norman and Betty’s distress over hers. The literature 
and public focus on the well-being of the individual and their carer may 
reinforce this belief.
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The context of the interview may have helped Sharon to be open. I was an 
outsider of a different generation to her famiiy and possibly friends too. She 
may therefore not have felt positioned in the same way in our relationship 
as she does with others. The assurance of confidentiality in a one-off 
encounter may have created a safe containing space for her from which 
she could open up. My expressed interest in the impact of dementia on 
families may have legitimised her feelings and not feei judged. Lastly, my 
research will be heard by people in the field of dementia care and aims to 
inform service development. Perhaps this allowed Sharon to feel heard and 
have some power to influence. Supporting this interpretation are notes I 
made after the interview:
‘I got the impression I was there for her to vent her
feelings and give her a voice; to be heard.’
What Can We Learn from Sharon’s Storv?
Sharon’s narrative sheds light on a number of aspects of dementia’s impact 
on family relationships. Her message of ‘everything is on my shoulders’ 
highlights the rippiing effects of dementia’s burden beyond the person with 
the iiiness and their primary carer. The key themes of her narrative suggest 
that the onset of caring for Norman has elicited in Betty a need for comfort 
and security, and that she and the family hold expectations about Sharon’s 
responsibilities towards her. Competing demands made upon her time -  
exacerbated perhaps by gender discourses- and concurrent grievances 
towards her mother cause Sharon to feel “guilty” when she is unable to 
meet these expectations and place great strain upon her. The analysis 
seems to suggest that dementia in the context of Sharon’s family dynamics 
compounds this strain because it silences Sharon and prevents relationship 
problems with her mother from being resolved. Instead she seems to cope 
by becoming emotionally distant from Betty in that she “no longer enjoy[s]” 
visiting her. She describes the strain affecting her relationship with her sons 
highlighting dementia’s impact on ail three generations:
“They could see um, you know me getting upset and
properly stressed. You know when you get stressed like
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when you come home and the house -  this was before 
Pete moved in you just lose it you know.”
The contextual factors to our interview have implications for practice. 
Individuals (especially relatives) may be able to express their distress and 
be in a better position to be supported when they are in a context that 
legitimises their distress, and feels safe, confidential and neutral; and when 
they think speaking will help their or others’ circumstances.
Kev Themes from the Wilson Familv
Betty and Sharon’s narratives have similar regressive trajectories with a 
pessimistic tone. This seems to be because of the way mother and 
daughter make sense of dementia in the context of their lives and how they 
appraise the impact of the illness on their relationships.
Dementia: An Unexpected Event
Both Betty and Sharon understand dementia as an unexpected event in the 
course of their lives. ‘Retirement’ was to be the fulfilment of dreams with 
several years of good physical health; the consequences of which is that for 
Betty, dementia has brought huge loss which has become Sharon’s 
burden.
Changing Relationships
Both mother and daughter describe the quality of relationships changing 
between different family members. These changes seem to be due to either 
a loss of meaning in a relationship or because of changes in the way 
people are positioned in a relationship. For example, Betty and Sharon both 
comment on how Norman no longer seems to enjoy the “drives” he and 
Betty used to do together, or being “in the shed” making things with the 
grandchildren. Without these familiar ways of interacting and connecting, 
the meaning seems to have gone out of these relationships. Betty 
describes there being “nothing” between her and Norman and the 
grandchildren not coming round as much.
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With regards to positioning, Sharon and Betty’s stories describe changes in 
the nature of people’s relationships. Hinde (1979) argued that relationships 
can be described in terms of their complementary features. Reciprocal 
interactions involve mutual and egalitarian exchanges (e.g. peer 
interactions), whereas complementary interactions are hierarchical 
exchanges in which one partner is invested with greater knowledge or 
authority (e.g. parent-child interactions). In the Wilson stories what were 
once reciprocal have become complimentary relationships between 
husband and wife, and mother and daughter. Betty describes having to do 
‘everything’ for Norman now. Whereas before dementia their relationship is 
described as being much more reciprocal:
“...I was always in the habit of making sure his 
sandwiches was done and his meal was always on the 
table. He’d done all the; I mean he’d done the kitchen.
Yeh any jobs going that needed doing...”
The change in Sharon’s relationship with Betty seems to partly explain why 
she describes time with her mother as having become an obligation rather 
than a pleasure:
Before dementia:
“It was always very good when the kids were growing 
up...I had health issues and she [mum] was brilliant 
through that.”
After dementia:
“I don’t enjoy going round there [to Betty’s]. I don’t 
because I feei pressured to do it. When you are there it’s:
“can you do this?”
In Sharon’s story dementia has positioned her as her mother’s carer. In 
Betty’s story Sharon is “like a sister” to her, suggesting she views the 
relationship as being reciprocal. This is iikely to have influenced the 
women’s expectations of one another in times of stress, in that it gives
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Betty permission to seek comfort and advice from Sharon and Sharon is 
expected to give it. Sharon’s comments support this interpretation:
Katy: “When your mum was going through that difficult 
time with Norman, were there different expectations about 
who she’d go to?”
Sharon: “Um, she’d probably go to me, because Gavin 
would say “oh ask Donna, she might know”. It was always 
me...”
Mother and daughter describe dementia impacting family relationships at 
different points in time. Their descriptions suggest dementia causes 
relationships to oscillate with people becoming closer or more distant at 
different stages of the disease. Betty describes her daughter becoming 
“closer” to her around the diagnosis when there was a lot of uncertainty in 
their lives. However both mother and daughter describe their relationship 
deteriorating when Norman -  and therefore Betty’s -  care needs increased:
Sharon: “It’s only really changed significantly in the last 
[pause] two years. Up until that point Mum was working.
She carried on going to work; he was completely able to 
look after himself...”
Betty: “Although I’m close to Sharon; I mean I can’t sort of 
bring Gavin in to it bless him because he’s not here, but 
yeh there was, you felt distant from them to an extent, 
aithough they were always there.”
Betty: “I mean Norman’s license was taken away so it was 
down; it was just different. We couldn’t just go over to 
Sharon’s “come on boys; we’re going”. We just couldn’t 
do that. And then you just seem as though you’re further 
and further apart, from them all.”
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As the above examples suggest Betty and Sharon seem to have different 
understandings as to how dementia has influenced their family 
relationships. Betty seems unclear why, but attributes Norman’s 
Alzheimer’s as being predominantly to blame for the family growing more 
distant. Sharon seems to understand dementia as aggravating existing 
conflict in the family and preventing resolution.
Imbalance and Struggling Alone
There seems to be a iack of balance in both Betty and Sharon’s lives. 
Sharon’s narrative communicated too much responsibiiity and her mother 
becoming too dependent on her for a ‘social life’. Betty’s narrative 
communicated a lot of loss and feeling isolated. Contributing to this sense 
of imbalance is that each describes struggling alone with the weight of their 
distress -  whether burden or loss. It is this sense of struggling alone which 
contributes to the pessimistic tone of their narratives.
Dementia: Helplessness and Embarrassment.
Impiicit in both Betty and Sharon’s narratives is feeling helpless:
Betty: “you just can’t do things you wanted to do. You 
know. You just can’t and it’s just all evolved around 
Norman.”
Sharon: “because of Norman it’s difficult to iron anything 
out really” and “There’s no point” in talking about her 
distress to others.
They also both tell stories of being “embarrassed” by dementia and 
Norman’s behaviour. Helplessness and embarrassment support the form, 
tone and genre of the Wilson’s narratives.
The Absence of Norman the Person
Both Sharon and Betty remark on Norman not being the same person. In 
Betty’s story she has “lost Norman.” In Sharon’s story she dehumanises
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him: “if it was an animal you’d have just put it out of its misery.” Yet they 
also comment on seeing “glimpses” of Norman. The absence of Norman 
the person may reflect not knowing how to connect with him with dementia. 
This may further isolate both Norman and Betty and reinforce a sense of 
helplessness. The dehumanising narrative may be a reflection of Sharon 
trying to deal with her own suffering and discomfort due to Alzheimer’s, for 
example her loss, guilt, embarrassment, responsibilities and helplessness. 
Support for this interpretation comes from the following excerpt where she 
describes a way of managing her distress:
“I don’t actually get upset talking about Norman because 
he went a long time ago and it’s just a sheli. It sounds 
really hard doesn’t it, but I don’t get upset talking about 
him because he went, I dealt with him a long time ago”
Moving On
As the above excerpt suggests, Sharon comments a iot about moving on, 
having already grieved and hoping for the end to come soon to end the 
misery. However, there is also the frustration at not being able to “move on” 
until Norman is dead. Betty also appears to be faced with the diiemma of 
ietting go and caring for the person she ioves: “he is not the same person” 
but “I would never put him in a home”. The women seem to be at different 
stages in the moving-on process which adds to tension in their relationship.
What Can We Learn from the Wilson Familv?
Betty and Sharon’s stories shed light on the negative impact that dementia 
can have on family relationships. The illness brought loss to Betty, which 
became a burden for Sharon. For them, dementia was unexpected and 
destroyed their expectations of the future. Viewing dementia in this way 
seems to exacerbate their distress.
The Wilson’s stories also highlight the importance of lifestyle choices and 
reiationship styles in mediating the effects of dementia. Betty’s dependence 
on her husband for social interaction and support and Sharon’s increasing
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responsibilities and gender discourses seemed to work well for the family 
before dementia. Similarly their reciprocal relationship before dementia may 
have been beneficial in providing comfort and support. However these 
decisions do not seem to have set them up weil for managing the changes 
that the iliness brings. As such, both seem to be experiencing a iot of 
distress as they struggle to adapt to dementia.
Betty seems to have lost her source of comfort and security, and feeling 
vulnerable, is iooking to Sharon to provide this. Her struggle to comfort 
herself and her hesitancy about making new relationships suggests Betty’s 
attachment styie before dementia may be influencing dementia’s impact on 
the family.
Betty and Sharon’s stories suggest dementia affects relationships 
differently, depending on the stage of the disease and how it interacts with 
existing family patterns and expectations. The uncertainty of the disease 
around the diagnosis draws people closer, but as people’s care needs 
increase, family expectations create resentment which pushes people 
apart.
Their narratives also shed light on how not understanding dementia and the 
experience of the person with the disease can leave people unsure of how 
to adapt communication and interaction to invoive peopie with dementia. 
This in turn may further isolate the person with dementia and reinforce a 
sense of helplessness in carers.
The Hague Family
Tim Hague is a retired 80 year old gentleman who has been diagnosed with 
Alzheimer’s for two years. He lives at home with his wife Hilary who is his 
main carer. They have been married for 40 years. Hilary, aged 67, and 
Tim’s sister Gail, aged 71, volunteered to be interviewed.
Research Dossier: Major Research Project 231
Hilary’s Story
A Summary of Hilary’s Storv
Hilary’s story begins before dementia by describing her relationship with 
her husband as being “very close” and having had a “wonderful life” 
together. She described a traditional family life with her husband as “the 
man of the family” and herself as “a house wife”. Each had the “freedom to 
do what [they] wanted to do”. They had many “good friends” and Hilary 
“thoroughly enjoyed” being married to Tim who was “the life and soul of the 
party”. They shared a business together and brought up “two boys” and a 
daughter from Tim’s previous marriage. Relationships within the family 
were “very close” and “loving” and continued to be as the children grew up. 
When early signs of dementia began to appear, they “carried on in just the 
same way”.
The story then moves to the recent past when the dementia began to 
progress. Hilary does not describe this period as a turning point in her 
family’s relationships, but the changes she depicts perhaps constitute the 
middle section of her story. She began to be “more of a mother” to Tim, and 
turn to her children for emotional and practical support.
Moving to the present, Hilary emphasises that in light of the dementia the 
family “all pull together” in looking after Tim. This part of her story is 
optimistic in tone as she describes how they engage in each other’s lives 
and appreciate the time they spend together, such that they are “a very 
close little circle”.
Towards the end of Hilary’s story there is a slight shift in its tone as she 
describes her disappointment in her sister-in-law who has not shown the 
care and support Hilary hoped for. As such a distance has emerged 
between her sister-in law and the rest of the family. Hilary concludes her 
story on a positive note by refocusing on her immediate family. She 
expresses her confidence in taiking about her family and that she feels 
“lucky” to have such supportive and close relationships.
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The Style of Hilary’s Storv
Hilary’s story was mainly coherent although less purposeful than the 
Wilson’s narratives. There were some discrepancies between her 
statement “I don’t think Tim’s dementia has brought us any closer or 
pushed us apart” and the stories she tells. Hilary appears to be in the 
process of resolving these discrepancies as she tells her story. 
Discrepancies, it has been argued, create an opportunity for reflection 
(Crittenden, 1997). This is seen in her response to my question:
And is that different? That sense of ‘we must try to do 
these things?’
“Yes it is this year...I think you’re right. I think since the 
dementia on family events we all try to go.”
Discussing Gail until nearly the end of her story before returning to her 
immediate family minimises relationship problems with Gail. As such the 
overall structure of Hilary’s story is stable with an optimistic tone. She
describes very few negative events in her family’s relationships and of
those that have changed; none are described as either being devastating or 
transformative. The optimistic tone comes from the reoccurring presence of 
warm relationships in Hilary’s story, which she tells with pride and 
enthusiasm. It’s this warmth and optimism which suggests the genre that 
summarises the type of story that Hilary told is ‘happy-ever-after’. The 
dominant message of Hilary’s story seems to be that she feels very “lucky” 
to have a supportive family:
“I’m really very lucky...I had to have a tooth out a little
while ago, so Sally came and looked after Tim, Mathew
had to come up and pick me up from the dental hospital; 
but we all pull together, that’s what I’m trying to say, which 
is lovely yes. I think one of the nicest things is I’m so lucky
because they’re so near. Sally’s down at  , Mathew is
up in London, but you know they could be in Australia or 
something when I would have no help. So I do appreciate 
their help.”
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Her gratitude extends to her friends:
“We’re very lucky. We’ve got friends who’ll ring up and 
say “oh I’ll take Tim out for nine holes of golf. You can go 
with Derek and have lunch” and things like that; very 
caring.”
Themes from Hilarv’s Storv 
Emotional and Instrumental support
Hilary’s story is full of examples of emotional and instrumental support; 
particularly from her children. One of her son’s “rings every night” and 
another “take[s] Tim off for a little while” several times a week, allowing 
Hilary “to have a bit of peace.” Having a supportive family seems to reduce 
the burden of care for Hilary. Interestingly, what comes through from these 
examples is that being supportive includes being available (both 
emotionally and geographically) and willing to give support:
“Mathew will come and do anything, I only have to ask.”
There is a sense in Hiiary’s narrative in which having people who are 
available and willing are as important as the actual giving of support in 
reducing the stress of caring for Tim. This has parailels with attachment 
theory’s view of the adult acting as a secure base for an infant. Hilary’s 
family seem to perform the same function in her story.
Being Close
Hilary’s appreciation for her supportive family relationships is supported by 
interweaving stories of them being close to one another:
“Sally was around when James was born and she’s 
always helped to look after him. He occasionally had fits, 
but Sally’s very calm in a difficuit situation so she was 
wonderful with James and I think there is a very close 
relationship between them.”
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Being ciose seems very important for Hilary and frames how she describes 
her relationships in the PEGs:
“Oh very ciose. Because he was my eldest son we’ve 
always been very close. ... No we’ve always been very 
close because he’s lived at home and then he went away to 
school and then he came back ... We’ve been very close.”
Its constant presence throughout her story contributes to the stability of the 
narrative and its optimistic tone. The oniy time there is a change in the tone 
is towards the end when she describes “a distance” between her sister-in- 
law and herself due to a lack of support from her sister.
Connectedness
Hiiary’s narrative is full of examples of socialising and having fun with the 
family. These examples give a sense of her being “connected” and a part of 
a wider social network. They also feature before and after the dementia 
implying that the illness has not disrupted the pleasure Hilary gains from 
being with her family as the following quotes iliustrate:
“[Tim] was the life and soul of the party... he was always the 
one who stood up on the table and sang and that sort of 
thing. Yes, I mean he was full of life and great personaiity 
and um always, they’ve loved him. They were always 
encouraging him to sing and it was aiways him singing 
away.”
“So what was that like to be married to someone like that?”
“Oh it was lovely. I thoroughly enjoyed all of it.”
“Next weekend on Saturday is Tim’s birthday, so they’re all 
coming; Mathew and Vicky are coming, James will be here,
Sally is coming with the chiidren, so it wiil be Chaos, but it’s 
lovely when we all get together.”
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Stories of “connectedness” also contribute to the stable structure of Hilary’s 
story. She could have selected or expanded on some stories about her loss 
of independence and the loss of her old relationship with her husband, but 
these are oniy briefly touched upon.
Gender: Expectations and Roies
In Hilary’s story “boys aren’t quite like girls”. Sally is positioned as being 
more attuned to Hilary’s emotional wellbeing “because...it’s much harder 
for boys...they haven’t that soft feminine side to see these things”. Later in 
her story Sally is the first child she shares her “worries” with “because she’s 
another girl”. These comments suggest gender expectations about women 
being more able than men to give care and emotional support.
Changing Relationships
Although Hilary’s story seems mainly one of stability, there are a few 
examples of relationship changes due to dementia making Tim more 
dependent on others. For example, Hilary describes being ‘more a mother’ 
to Tim. Before dementia Hilary would be “advising” Sally, since the disease 
however it’s “more the other way” with Sally “trying to heip me so much 
more”. The majority of these changes are described in positive terms where 
dementia appears to have reaffirmed relationships and brought people 
together:
“Sally of course became closer I guess in a funny kind of 
way. We’ve always been close, but she became perhaps 
more protective of me. As I say the boys...have become 
definitely more caring with Tim and make the effort to 
come and see him.”
However, as touched on before, dementia appears to have had a negative 
impact on relationships with Hilary’s sister-in-law; although as the quotes 
below illustrate, this change is attributed to personality:
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“She’s quite a hard person, and she hasn’t changed since 
he’s been diagnosed, if you see what I mean; whereas 
everybody else is all there or whenever you need 
anything. She’s the one person who ...hasn’t shown much 
care towards Tim really.”
"So how has that affected your relationship with her?”
“Well, I don’t put myself out to sort of call her up.”
Protection
Protection in Hilary’s story is portrayed as a double-edge sword. Tim’s 
protection towards his sister growing up is described as “caring”; Tim’s 
parents protection produces “selfish[ness]” in Hilary’s sister-in-law, and her 
own protection towards her son nearly prevented a more open supportive 
reiationship from developing:
“Just after Tim was first diagnosed...I’d tell him [her son] 
things, but I didn’t bother him much ... I think as a mother 
you try to protect your children....so now Mathew is more 
involved. He rings nearly every night and ... I’m very lucky 
to have the emotional support.”
Continuity
In Hilary’s story, dementia does not appear to have caused a lot of 
disruption. There is continuity between her role towards her children and 
her role now in her relationship with her husband. There is also a sense of 
dementia coming at the end of their lives, rather than interrupting it:
“So we had a very nice life. We had a house in America in 
Florida for nine years and we had loveiy holidays, so 
we’ve done very well, I know, we’ve had a really good life 
and Tim sometimes says oh if I go tomorrow I won’t 
worry.”
Research Dossier: M ajor Research Project 237
Relationship with Services
The few appearances made by services suggest they play a supportive role 
for Hilary and her husband:
“...we go to a couple of Alzheimer’s clubs um and I don’t 
get myself stressed because other people have said don’t 
get stressed. If he says “Oh I told you that” and you know 
he hasn’t, just don’t argue, just let these things go...there 
are three of us that go out to lunch sometimes and...we 
have a good laugh. I think that’s another thing that carers 
need to have a chat and a bit of fun really.”
The Interview Context -  How Did Hilarv tell her Storv?
Hilary seemed to take great pleasure and pride in speaking about her 
children and Tim. This perhaps comes through most cleariy in her 
reflections on the process of talking about her famiiy:
“I’ve always been confident about them anyway, so it’s 
just nice to tell someone else I suppose.”
During our interview I was conscious of Hiiary being very caring and 
attentive towards me. She seemed thoughtful about what I should like to 
hear:
“It probably doesn’t help you really. You probably want 
somebody to say “Oh she’s not speaking to me because 
she’s got dementia” but it’s the other way round. We’ve 
always been fairly close and open with each other ... I 
know what you’re trying to get at.”
Either side of the interview she took an interest in my life and in my welfare. 
Her behaviour made me feel cared for and mothered. My initial reflections 
were that being ‘mother’ is a very familiar role to Hilary and one that she 
seemed to enjoy. It may be she continues to enjoy her life whilst caring for
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Tim because her role in that relationship is meaningful and rewarding for 
her. However, I am also aware of Hilary’s comment:
“...just after Tim was first diagnosed, I didn’t bother ...our 
youngest son didn’t. I’d tell him things, but I didn’t bother 
him much...I think as a mother you try to protect your 
chiidren.”
I wonder whether in being of a similar age to her children, we positioned 
each other as mother and daughter. Thus, she may have been protecting 
me from some of the negative aspects of dementia. My interpretation of this 
is also based on the few responses I give to Hilary’s comments during the 
interview. In other interviews I give more reassurance or validation. I 
wonder whether I felt less need to do this with Hilary because she was the 
one reassuring me as ‘mother’. Furthermore, Hilary could have told stories 
about the strain of caring for Tim as she does allude to this when describing 
her son taking Tim out so that she may “have a bit of peace”. However, she 
chose not to.
What can we learn from Hilarv’s storv?
Hilary’s story suggests that dementia does not necessarily mean the 
destruction of a person or their carer’s life. In fact her narrative sheds iight 
on the positive effects of the illness on family relationships. In “pulling 
together” her children have become “closer” and “more attentive” to her and 
Tim’s wellbeing. And their children make “a special effort” to attend family 
occasions. As dementia has reduced Tim’s independence, supportive 
family relationships have helped to reduce the burden of care for Hilary and 
provide a sense of security in her story. They have also helped to maintain 
meaningful conversations between Tim and his family:
“...they are trying to speak to him, making him feel good, 
all those sorts of things... they are very attentive to Tim.
They heip him cut his food up and all that sort of 
things...Mathew will talk to Tim about the Rugby and all 
sorts of things like that.”
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What seems to help the couple is the lack of disruption the disease has 
caused. Hilary is able to draw on a familiar meaningful role as mother and 
the couple seem to have been able to enjoy the life they wanted to before 
the disease began.
Whilst Hilary’s story seems mainly one of stability, the theme of changing 
reiationships highlights how dementia alters the way people connect with 
one another. To meet Tim’s growing care needs, Hiiary seems to draw on a 
discourse of being a mother. Thus, her relationship with Tim has become 
more complementary rather than reciprocal. Gail seems expected to be 
able to draw on a similar ‘caring’ discourse as a woman. However she 
seems unable to in Hillary’s story and as such becomes more distant from 
the family. Hilary’s PEGs support this interpretation. In her responses to the 
PEG questions, relationships are described through the lense of caregiving: 
her son “is more caring" towards Hilary, whilst Gail is “not that caring 
towards Tim”. This suggests that in Hilary’s story to remain close and 
connected with her and Tim since dementia, people need to take on 
caregiving roles. However, this is a role reversal for Gail, as Richard is 
described as a parental figure towards her in Hilary’s story. Sally on the 
other hand is described as a ‘sister/daughter’ to Hilary in that they can ‘talk 
about anything’. Hilary may be drawing on a model of sisters being more 
mutualiy caring of one another than mother-daughter relationships. Thus 
seeking and providing, comfort and advice from one another in times of 
upset is a familiar pattern for them. This pre-existing relationship may make 
it easier for the two of them to adapt to their new roles as it involves less of 
a transition for them than is required of Gail in her relationship with Richard. 
This may help explain the differences in dementia’s affect on relationships 
between the women.
Dementia seems to elicit a family theme of protection in Hilary’s story which 
is portrayed as a double-edge sword. It is means of caring for someone and 
an unintended way of silencing distress which creates distance between 
people. This seems to be linked with her discourse of being a mother, in 
that she may feel it her responsibiiity to protect her family and so does not 
feel able to talk frankly about the strain of caring for her husband.
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Gail’s story
A Summary of Gail’s Storv
Gail’s story begins by describing her relationship with Tim who was her 
older “protective” brother. He would take her “to dances” and “always look 
out for” her. Gail found his behaviour towards her “flattering”. He was an 
“extravert” who was “always a lot of fun”. When Gail was widowed, Tim 
provided a “male figure” for her son and was “very generous” towards him. 
However Gail did not always appreciate Tim’s “black and white” thinking 
and being told “this is what you need to do”.
Hilary, Gail’s sister-in-law became “one of the family quite easily”. They are 
“very close” and Hilary is a “nice” and “generous” person who “likes to 
mother people”. Gail “always got on very well” with her niece Sally. They 
used to have “good fun” chatting and drinking wine together. Sally was 
“fond” of her aunt and being “quite similar” was often confused for being 
Gail’s daughter. However, Sally “doesn’t drink now” and they “don’t actually 
contact each other very much these days” due to having “busy lives”. 
Although Gail “didn’t see masses o f her nephews as they grew older, the 
families have “always been close”; spending “family occasions” together.
Since the dementia, Gail is concerned about Hilary “making a rod for her 
own back”. By being “extremely protective” of Tim, Hilary has no time for 
herself or her friends. Hilary’s behaviour comes from “a side of her” that is 
“too soft” and “doesn’t encourage people to be independent”, including her 
son Matthew.
The story then moves to Gail’s current relationship with her brother. “One of 
the biggest problems” is that she “runs out of things to talk about” with Tim 
and finds it “more difficult...to know how to deal with him.” Gail is not the 
only person to think this as “it’s quite difficult for everybody”. Despite the 
dementia however, some aspects of their relationship still remain the same, 
“It’s just that there’s fewer of them”. Tim has “all those really caring 
feelings” and he and Gail continue to “kiss and hug’ and ‘joke’. At Gail’s
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birthday party he sang “A, you’re adorable, B, you’re so beautiful" to her 
which “was really moving”.
Gaii’s story briefly touches on the children’s relationships with their 
father/uncle but then returns to a recent event when Tim did not remember 
the singing he and Gail used to do together. Gail associates this experience 
with an earlier memory of her own mother not recognising her which was 
“upsetting”.
Since the dementia Gail has tended “to get a bit of a guilty conscience” for 
not seeing her brother more due to other commitments. The story then 
moves to describing an up and coming busy weekend organising her son’s 
birthday. Gail’s story ends reflecting that the different generations all “get 
on” with each other across both sides of the family and that their 
relationships will not “ever change” from being “close”.
The Stvie of Gail’s Storv
Gail spoke coherently about many positive aspects of her relationships and 
her views on other people’s relationships. However, she tended to give 
vague general answers to questions about her relationship with Hilary such 
as “yes we got on fine” and laughed when telling sad stories. There was 
also a discrepancy between her statements in the PEGs about 
relationships remaining ‘ciose’ and the stories she tells of seeing people 
less. Furthermore, she told these stories with laughter suggesting false- 
positive affect. These aspects of her narrative suggested some unresolved 
issues.
In many ways the overall tone of Gail’s story seems stable because family 
relationships remain “ciose” and some roles persist despite the dementia 
such as Tim’s “caring” nature. However, two ciear identifiable narratives run 
throughout the interview telling of a decline in the quality of Gail’s 
relationships; one is with her brother and the other with her sister-in-iaw. 
The regressive trajectory that these narratives take, contribute to a 
melancholy tone to Gail’s story. It is the combination of these different
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narrative forms which make it much harder to identify separate phases in 
Gail’s story; a beginning, middle and end.
The overall genre of Gail’s story seems to be one of ‘disconnection’ as she 
tells stories of loss, discomfort and being forgotten, but with laughter to 
lighten the overall mood. The main message of Gail’s story seems to be 
that “there’s quite a lot of nice things going on...it’s just that there’s fewer of 
them.” Gail describes a loss of “impromptu” interaction with her brother. 
Meaningful ways of connecting with him have reduced so that interacting 
has become more “effortful”. Likewise her relationship with her sister-in-law 
has become “less fun”. For Gail, Hilary’s role of “carer” seems to interfere 
and override her other roles, such as that of being a friend.
Themes from Gail’s Storv
Loss
Loss stands out as the most commonly raised theme in Gail’s narrative; 
Loss of meaningful interaction with her brother, loss of friendship, loss of 
fun and loss of recognition. It is perhaps the continual reoccurrence of this 
theme that contributes to the melancholy tone of her story. The loss of 
meaningful interaction with her brother is touched on in the summary 
above. Gaii remembers how they used to talk a lot “whereas now you can’t 
really talk a lot to him”. Her relationship with her sister-in-law has “changed” 
in that she “can never get to see her on your own anymore”. As such, Gail 
feels the loss of “fun” in their relationship. Finally as portrayed in the 
summary above, Gail tells of two experiences when those she “loved” did 
not “remember” her.
in Gail’s stories the theme of loss is closely linked with not feeling valued by 
others in that people forget about her but not about others. Supporting this 
interpretation are Gail’s descriptions of people’s behaviour which sound 
either deliberate or hurtful. Hilary “won’t leave Tim to go to a girls” lunch, 
rather than “can’t”. Tim remembers “that he used to sing these songs” but 
“doesn’t remember the bit with me”.
Research Dossier: M ajor Research Project 243
Protection
Protection of others and of herself is spoken about by Gail. Protection of 
others seems to be a family trait exercised by Tim and Hilary. Gail seems to 
understand it as being “caring”, but describes it as unhelpful in that it 
inhibits independence and autonomy.
“You know the first son James, had a slight fault at birth 
and he’s aiways had a few learning problems and they 
have protected him so much. He’s now 32 or something 
and he’s only just, they’ve bought him his first flat which is 
just down the road and Hilary’s still doing meals and 
dropping them round for him. Do you get my meaning that 
she doesn’t like to encourage people to be 
independent...”
In the context of dementia, protection is associated with loss. Firstly, in 
being protective of her husband Gail has lost her sister-in-law’s time.
“...it’s that kind of protectiveness and I feel that this is in 
her nature to be like that all the time and so she’s not, 
she’s taking the brunt of ali this with Tim because she will 
not until we’ve actually pressured her, into trying to get 
carers in say once or twice a week, so that at least she 
can go out... you can never get to see her on your own 
anymore. So, you don’t have girly talks...”
Secondly, although not said explicitly, Gail maybe protecting herself from 
the pain of further loss. She tells a story of her brother forgetting the two of 
them singing together. Choosing to teil this story indicates its significance to 
Gail, however, she minimises the effect her brother’s memory ioss has on 
her. This may be denial in order to protect herself from the pain of being 
forgotten -  something she has experienced before:
“Yes, yeh. And in fact it’s actually quite sweet because 
when we do that he says to Hilary “she knows the words 
better than I do” [laughs]. I don’t think he can remember
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that I did used to sing; sing it with him. I think he just 
remembers that he used to sing these songs and he used 
to sing them at rugby tours and other things as well. I 
think that's the bit he can remember. He doesn’t 
remember the bit with me, until I start singing it with him 
[iaughs].”
“What’s that like for you?”
“Well, honestly it doesn’t really bother me, because my 
mother, when she got to about 80 -  well I suppose it 
wasn’t long before she died -  she didn’t know who I was.
We were having Christmas iunch [said with laughter] at 
Hilary’s and um she said [slight laugh] to Tim “who’s that 
girl sitting opposite me?” [said with laughter]. And that 
was quite upsetting and that was the first time.”
The marked contrast between the story’s poignant content and its delivery 
suggests false positive affect. Laughing may be way of distancing herself 
from the pain of being forgotten.
Gail’s responses to the PEGs were mainly that dementia “hasn’t affected 
my relationship with [Hilary]” and that family relationships are still “very 
close”. This is a stark contrast to the stories she tells and the theme of loss. 
Perhaps this is due to her lack of reflection; drawing on beliefs about how 
relationships were rather than are. Support for this interpretation comes 
from her interview where she seems to be reflecting and revising her views 
as a consequence:
“...maybe in a way that does affect your relationship”.
However, she later concludes how her family all “get on well”:
“...there’s not a single person in that family -  in those two 
families -  that don’t see each other, or fairly; there’s 
nobody we think “oh weil, we won’t bother to invite them”.
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Every single one of them are good. Matthew’s girlfriend 
we get on with, Phil’s girlfriend we get on well with. They 
just all; we just all get together at some stage, whether it 
be weddings or, you know.”
“Is that a good thing?”
“Yeh; it is actually. I think it’s a very good thing. Aiways it’s 
quite good because it keeps the generations compatible. I 
mean we’re quite party goers here and I think it’s quite 
easy for the youngsters to think they’ll go and do their 
thing all the time you know, but they don’t. If we say we’re 
having a party, everybody says “yeh, we’ll be there”
[laughs] and I think that’s quite good because then you 
can see how they behave, what sort of things they’re 
doing, what music they like and vice versa.”
“Yeh, yeh. That does sound good.”
“So I don’t think that wili ever change”
“So iots of things that stiii remain the same. ”
“I think so yeh, yeh.”
I wonder whether telling me this reassures her. My comments also seem to 
be about reassurance. This makes me wonder whether describing family 
members as close in the PEGs may also relate to the themes of protection 
and ioss. By denying change, she protects herseif from the pain of loss.
The Interview Context -  How did Gail tell her Storv?
Gail seemed keen to ensure her perspective was deemed valid during the 
interview. Several of her stories made asides about others thinking as she 
did. For example:
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“...there is this slight feeling that you’re not doing enough.
And I think Sally feels that as well. I think she gets that 
same sort of feeling.”
These asides are made when expressing negative feelings towards her 
brother and sister-in-law since the dementia and act to validate her 
perspective. This suggests she felt uncomfortable expressing these 
feelings and perhaps feared being judged by me. I wonder whether this is 
because these feelings contrast with the “care” she describes receiving 
from her brother and sister-in-law, as well as beliefs she holds around not 
being upset with those who are most affected by dementia. These factors 
may make it difficult for Gail to talk about and own her feelings.
Paradoxically Gaii states throughout her narrative that family relationships 
are “very close” yet tells stories of them being increasingly distant, 
specifically between her and the rest of Tim’s family. I wonder whether 
because distance does not integrate neatly with Gail’s story of the family 
being close, she has difficulty talking about it. This may be another 
example of Gail protecting herself from the painful effects that dementia 
has had on her relationships. Some of her comments suggested she had 
very difficult experiences with her current and ex-husbands. This may have 
encouraged her to develop protective strategies from being hurt such as 
minimising her distress or relationship problems which may be experienced 
by Hilary as being “hard”.
Gail presented as a woman who takes care of her appearance and enjoys 
leading a glamorous lifestyle. Her narrative is full of comments which 
support this interpretation. She enjoys having “fun” with others, lunching 
with friends, “singing” with her brother and being a “party-goer”. Thus, many 
of the ways she relates to others, including her family is through having 
“lots of fun” together. Furthermore she was made to feel special by her 
brother. Dementia however, has impacted on her ability to connect with her 
brother and sister-in-iaw in this way. As such, she also presented as being 
rather lonely and unappreciated. Supporting this interpretation is my 
reaction as the listener which was to make her feel appreciated and 
validated. Most of my comments in response to her are validating her
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position. Perhaps I was trying to reassure her and make her feel important 
like Tim used to do.
What Can we Learn from Gail’s Storv?
Gail’s story sheds light on how dementia can reduce the quality of family 
member’s relationships by reducing meaningful ways of connecting and 
eliciting unhelpful family roles. Her stories of relating to her brother suggest 
dementia made it more difficult for Gail to have meaningful conversations 
with him. This loss of meaning seems to have created a distance between 
them. Her stories of relating to her sister-in-law suggest dementia has 
elicited an unhelpful family role of protection in Hilary at the expense of 
being a friend to Gail so that their relationship has also become more 
distant. The way Gail told her stories suggests that to some extent 
dementia has also intruded on her famiiy role of being the recipient of 
affection and attention, causing her to feel somewhat neglected. This 
neglect seems to have been intensified by the timing of her brother’s 
dementia with her retirement, in that two meaningful roles for her have 
been lost. Furthermore Gail’s style of delivery also suggests she may hold 
beliefs about who is entitled to express distress in the context of dementia, 
and that she may have developed strategies to cope with her distress such 
as minimising it. Both of these may make it difficult for her to talk about 
dementia’s impact on her in bringing loss and feelings of neglect.
Although there was a melancholy tone to Gail’s narrative, some of her 
stories shed light on what helps to reduce the impact of dementia on the 
family. One story is about the famiiy’s tradition of coming together to 
celebrate special occasions. The message from this seems to be that these 
are joyful occasions that help maintain connections between people and 
bring a sense of belonging:
“We just all get together at some stage, whether it be
weddings or, you know.”
“Is that a good thing?”
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“Yeh; it is actually. I think it’s a very good thing. It’s good 
because it keeps the generations compatible. I mean 
we’re quite party goers here and I think it’s quite easy for 
the youngsters to think they’ll go and do their thing all the 
time you know, but they don’t. If we say we’re having a 
party, everybody says "yeh, we’ll be there” [laughs] and I 
think that’s quite good because then you can see how 
they behave, what sort of things they’re doing, what music 
they like and vice versa.”
Secondly, whilst many of Gail’s stories suggest a lessening of meaningful 
interaction with her brother, she also spoke of how on some levels they do 
continue to make connections:
“We kiss and hug and we try and joke about things. And 
he sings [laughs], which he does to everybody now.
That’s his way now of almost communicating. And he 
remembers all these songs from years back that my 
father used to sing and which I know as well. So we end 
up having a bit of a sing-song together.”
This conveys the importance of familiar expressions of affection and 
meaningful activities in helping sustain relationships through dementia.
Themes from the Hague Familv’s Stories 
Closeness
Belonging to a ‘close family’ is important to both Hilary and Gail. They each 
use this phrase repeatedly in their interviews. It infers being “caring” and 
“supportive” for both of them. However, since Tim’s care needs have 
increased, both wife and sister tell stories about not feeling close to one 
another. Their messages seem to be that dementia has brought out 
unhelpful personality traits in the other person which causes others to feel 
uncared for or neglected. For Hilary, Gail is ‘selfish’ which causes her to be
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“uncaring”. For Gail, Hilary is “overprotective” which causes her to neglect 
her friendship with her sister-in-law.
Protection
Protection is viewed positively and negatively in Gail and Hilary’s stories. It 
can mean caring for someone and being unhelpful. For Hilary, Gail’s 
“selfishness” comes from growing up with overprotective parents; for Gail, 
Hilary’s “overprotectiveness” comes from wanting to “mother” people.
Changing Roies
Hilary and Gail’s stories suggest dementia changes how care is disturbed 
in the family and role dynamics. Both stories suggest that Gail was used to 
being the recipient of a lot of care in their family, and Hilary and Tim 
enjoyed providing it. Dementia has changed this dynamic so that Tim and 
Hilary now require more care. Both Hilary and Gail seem to struggle with 
adapting to these changes at times:
Hilary talking about accessing help:
“It’s Sally saying “You must do it know because you don’t 
know he’ll be like in six months”...she perhaps now sees 
it as her role to give me more support and if necessary to 
push me to do things, like crossroads. I wasn’t going to 
bother with it...”
And later when talking about Gail taking on a caring role:
“I think she doesn’t know how to handle him really, but 
she’s not a soft person. She’s quite a hard person and for 
her to look after him would be hard I think. You know. If 
she had to take him to a loo in a restaurant for instance, I 
don’t think she would want to do that. She doesn’t want to 
think about it maybe, I don’t know.”
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Gail talking about Sally being better than her at knowing how to be with Tim 
since the dementia:
“...she’s better really than I am, ‘cause she’s got young 
children and so she’s used to organising people if you 
know what I mean whereas I haven’t been doing that for a 
long time [laughs].”
And later when talking about Hilary struggling to let Gail take on the caring 
role:
“I don’t do it anymore really because Hilary’s always there 
now and she sort of says “well I’ll come as well. I’ll come 
as well”. And I have said to her “well I thought I could give 
you a break. I’ll take him out and you can maybe do some 
shopping or something”; “no no I’ll come” [laughs] so.”
Family identity: Socialising
Having fun socialising with family and friends is an important part of Hilary 
and Gail’s identity:
Hilary: “we’re more fun people”
Gail: “we’re quite party goers here”
Their stories of family gatherings and meeting with friends conveys the 
importance of social networks for giving people a sense of connectedness 
and a source of much needed support.
Alliances
Both Hilary and Gail use Sally in their stories to support their perspectives 
suggesting they feel uncomfortable owning and expressing their critical 
views towards the other:
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Hilary: “She’s the one person who Sally feels and I feel 
that hasn’t shown much care towards Tim really.”
Gail: “Even Sally has said that to me. She’s said “if I have 
to spend a whole day with my dad” and she loves him to 
distraction, um. She says “I just don’t know what I’m going 
to do!””
One reason for their unease maybe that their criticisms do not marry with 
the narratives they hold about the family being “close” and enjoying one 
another’s company.
Reflecting
Both Hilary and Gail seemed to be reflecting during the course of the 
interview and revising their views as a consequence. This suggests 
providing a space to reflect on family relationships may be useful in 
allowing them to see different perspectives:
Hilary: “We’ve been very close, I can’t say anything else. I 
don’t think Tim’s dementia has brought us any closer or 
pushed us apart in anyway.”
And later:
“We were always close, but I think closer after the 
dementia.”
Gail: “Yeh I don’t think they’ve changed. I mean the only 
change in my relationship with Hilary is that you can never 
get to see her on your own anymore. So, you don’t have 
girly talks, you know. And that has changed, because I 
can’t remember the last time I saw Hilary on her own.”
Research Dossier: Major Research Project 252
And Later:
“...so obviously I suppose maybe in a way that does 
affect your relationship.”
What Can We Learn from the Hague Familv?
Gail and Hilary’s narratives illuminate something of how dementia can 
impact different family members in very different ways and how it interacts 
with family relationships. Firstly, by increasing the care needs of Tim and 
Hilary, the illness has changed the nature of people’s relationships from 
being reciprocal to more hierarchical relationships or vice versa. For 
example Hilary is “more of a mother to” Tim now. Mothering is a familiar 
role for Hilary. For Gail, taking a more caregiving role with her brother is 
not. Indeed it seems to be a role-reversal of their relationship. Hilary and 
Gail’s narratives suggest being able to draw on a familiar role which 
continues to give meaning to a relationship helps reduce the burden of care 
and maintain relationships; loss of meaning however seems to create 
distance between Gail and the rest of her brother’s family. This loss of 
meaning is perhaps what contributes to the different structures and tones of 
their stories.
Secondly, Hilary and Gail’s stories suggest that some of the family’s 
lifestyle choices and narratives have influenced the severity and quality of 
dementia’s impact on their relationships. Having good social networks and 
supportive relatives at hand has helped to spread the responsibility of 
caring for Tim and helped keep him and Hilary feeling connected. 
Conversely however, the way Hilary and Gail told their stories suggests that 
a shared family narrative around being “close” and a common theme of 
protection may make it more difficult for people to express their distress or 
needs.
The Forster Family
Richard is a 58 year old gentleman who worked in IT. He has been 
diagnosed with Alzheimer’s for eighteen months. He lives at home with his 
mother Jill (aged 83) who is his main carer, his younger sister Anne (aged
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49) and her daughter Alice (aged 19). Jill has two other children who are 
older than Richard and Anne, her son Edward, who lives nearby and her 
daughter Stella who lives in Spain with her husband and family. Jill aged 
81, her daughter Anne aged 49, and her daughter Alice aged 18, 
volunteered to be interviewed.
Alice’s Story
A Summarv of Alice’s Storv
Alice’s story begins with a “welcome to the Forster family tree”. She is an 
“only child” whose parents are separated. She grew up with her mother in 
the same house as her grandparents and her uncle, Richard. Her 
grandfather died a year ago and her great-grandmother a year before that. 
The “women” in her family “are always really close to their mums” and 
“always talk” to one another. Her Gran “is a rock” who has “always been 
there for everyone”. She “runs the house” and helped bring Alice up along 
with her mum. Alice and her grandmother “argue occasionally” because 
they “are so similar”. Alice’s mum and Richard “didn’t always get on” 
growing up, and as adults, he sometimes questioned Anne’s parenting.
Richard was like a “big brother” to Alice. They were “really close” and would 
often “play” together. When she was bullied at school he supported her. 
Since dementia however, Alice does not “have that relationship with him.” 
She is unsure how long he has had dementia because “they diagnosed him 
late”. The family originally put his behaviour down to “alcohol”. Her 
grandfather was alive then and “not very well”, so a lot of their time was 
spent looking after him. “Gran” felt she had “neglected” Richard because of 
this. Alice’s great-grandmother had a good memory and she lived to 100, 
so it was “scary” to see Richard “not remember how to write” or “tell the 
time”. During this time the women in the family became “closer” as they 
“talked” and tried “to work out what was going on” for Richard.
The diagnosis came as a “shock” because “he got it young”. “Gran was 
very protective over Richard” and in “denial”. She put his behaviour down to 
“depression” and “didn’t really talk about that there was something wrong”.
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When “it got worse” Richard became “really aggressive” towards Alice. Her 
relationship with “Gran” “changed a lot” because she did not “believe” Alice. 
Alice stated she would “not come back in the house” and stayed with her 
godfather for a week. “Mum understood” but did not know “what to do”. 
However, Richard’s behaviour “settled down a lot” after taking medication 
and Alice returned home.
Since then Alice and her Grandmother’s relationship is “back to how it was 
before”. Alice has “grown up a lot” and they “talk a lot more”. All three 
women are “still close” and along with Alice’s Godfather, are “supporting” 
Alice with her auditions for drama school. However “it’s still not the same 
between my uncle and all of us.” Alice’s uncle, Edward “is very close” and 
visits “more regularly” to help. Alice’s grandmother is “not the easiest to 
help” as she likes to be independent, but as a family they “pull together”. 
Alice identified the Alzheimer’s society and “talking and understanding 
more together” as being helpful. Lastly, she mentions her Godfather as 
being “basically like a dad.”
The Stvie of Alice’s Storv
Alice told her story with enthusiasm and purpose. Her delivery was 
coherent, although she spoke with less fluency when talking about her 
relationship with her uncle since dementia, suggesting she was reflecting 
on painful experiences. For example, in the following excerpt she speaks 
without completing sentences:
“Yeh ‘cause it completely changed and having a person 
like that who you love in just like a matter of; not even half 
a year; it was scary. I didn’t even want to come out like of 
the house.”
Her story seems stable in its form. After beginning in this way, there is a 
sudden downward movement away from her value of a “close family” as 
dementia changes and challenges relationships. However this is followed 
by another turning point when relationships begin to heal and stability is 
restored. In this way there is a very clear beginning, middle and end to 
Alice’s narrative. There are elements of thoughtful, shocking and protesting
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tones in her story as she talks about her relationships, although less 
thought is given to her uncle since the dementia in that his behaviour has 
become “irritating". The significant change in her relationship with her uncle 
suggests a slight regressive trajectory in her story. However, the warm 
descriptions of relationships between the women in her family and the 
introduction of her godfather -  another male parental figure -  contribute to 
an overall stable story.
Alice’s story seems to fit a ‘coming-of-age’ genre in that she moves from 
childhood to adulthood in her story, facing adversity and challenging 
authority, along the way. The main message of Alice’s story seems to be 
Alzheimer’s “affects other family members as well” as the person with 
dementia and their primary carer. However, another message seems to be 
that having “strong” and “close” relationships in her life has been important 
in supporting her through the distress that dementia brought.
Themes from Alice’s Storv 
Being dose
Throughout Alice’s story, relationships are defined in terms of their 
closeness as they are in her PEGs. The women in her family are “always 
really close to their mums”; Richard and Alice were “really close” before 
dementia and “less close” afterwards; Edward is “very close to my gran and 
my mum” and her godfather is “like a dad”. It’s the strong presence of 
‘being close’ in Alice’s story which contributes to its overall stability. Being 
“close” is associated with being supportive and with having open 
communication in relationships:
“Before, he used to be like a big brother really. I used to 
get on really close really close, like he would take me up 
to school, um, if I was being bullied -I went through a 
stage of being bullied -  I always talked to him, my mum 
together, yeh all three of us would talk, but if um I don’t 
know, I remember sitting up in his room being very little 
and being on his lap and talking through it with him”
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“Now? Yeh we’re still close. Still really talk about stuff.
We’re trying to work out where I’m going next year; so, we 
are close. We’re trying to organising everything. Bless my 
mum, she’s supporting me, she’s taking me all the way up 
to Cambridge with my Godfather as well. My Godfather's 
like, a dad really. Um, yeh taking me up to all these 
different places; auditions; Mum going “don’t worry.
You’ve got a place; you’ll be fine.” Supporting me; and 
she always has done.”
In Alice’s story, dementia causes some people to become “closer” and 
others “less close” at different points in time. It does this in several ways: by 
enhancing intimacy and offering security; by changing the nature of -  and 
therefore the meaning -  in a relationship; and by producing different and 
conflicting responses in people. With regards to the first, Alice describes 
the women in the family becoming “closer” to their mums while they were 
trying to “work out” what was happening with Richard. Her stories suggest 
that in witnessing his “dangerous” or “silly” behaviour she and her mother 
shared emotional experiences which enhanced their sense of intimacy, but 
perhaps distanced them from Richard. Her stories also suggest that her 
relationship with her mother offered her a greater sense of security and 
comfort amidst the uncertainty around Richard. The following two examples 
illustrate these points:
“Um, no if anything we got closer in a way because I 
remember this car ride and I think my mum had to be 
completely strong because Richard was, we were driving 
back from Cumbria after a wedding that I had to go to 
from my Dad’s family up north and um we were driving 
back and he was going on to the wrong side of the road 
and we thought we were going to crash the car. So my 
mum was being completely strong going “oh no don’t 
worry its fine” and I just slept in the car, so my mum had 
to be very, my mum panics with driving but she had to be 
incredibly strong with me going “no no it’s fine. We’ll get
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back alright”. So if anything we’ve got closer, me and my 
mum.”
“...he lost his job so he came back drunk a lot and the
silly things he did, well you call them silly, but the different
things he did we thought was alcohol but then when we 
started to realise that it wasn’t, but I think my mum was 
kind of, me and my mum, it sounds awful to say it now but 
we found it funny, because he would be eating dinner, 
obviously drunk, ‘cause we didn’t know it was Alzheimer’s 
we just thought drunk, enough, silly, and him picking up a 
potato and put it in a yoghurt pot [laughs] it sounds awful 
to say it was funny now, but we didn’t know”
The loss of meaning dementia brings is described in Alice’s relationship 
with her Uncle. The change in Richard’s behaviour caused Alice to become 
“less close” to him. As a “big brother”, Richard offered advice, fun and
comfort to Alice. In the position “of a younger brother” his behaviour is
“irritating” and what they have is “not a relationship”. The way Alice 
describes this relationship contributes to the slight regressive aspect to 
Alice’s story. Alice’s story suggests that since dementia, she turns to her 
godfather for the comfort and advice that Richard once gave:
“It was getting to the point when I didn’t even want to 
come home that I stayed with my godfather Andy.”
And later:
“My Godfather's like, a dad really.”
Lastly as conveyed in the summary of Alice’s story, she describes her and 
her grandmother responding differently to Richard’s diagnosis and 
behaviour. Alice’s response was to talk and look for support whilst her 
grandmother’s was to minimise problems and avoid discussion. It seems 
these different responses caused a rift between the two women. As a
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consequence Alice temporarily lost her grandmother as a source of support 
and advice:
“...what do I do and I was looking for my grandma for 
help, but my grandma didn’t know how to help me and 
she was also being protective of Richard...”
The description of this rift contributes to the downward movement of the 
middle of her story. Interestingly however, in her PEGs she still describes 
her relationship with her grandmother as being “close” during this period. 
This may suggest Alice’s concept of being close transcends increasing 
levels of conflict in their relationships. This discrepancy may however 
reflect the fact that the PEG was completed before the main body of the 
interview and telling stories enabled Alice to reflect more.
(Un) certainty
In Alice’s narrative dementia introduces uncertainty which ricochets through 
the family with increasing tension and division amongst relatives. 
Professionals and the family were puzzled before the diagnosis:
“They took him to the hospital and they diagnosed him 
with Alzheimer’s there and that was about a year ago, a 
year and a half ago. But then when we went to our 
doctors they said they’d do more tests and find out what it 
actually was and then nine months later they came up 
with the same conclusion.”
“I think they were talking more, you know “what is going 
wrong?” ... I think they were both trying to work it out.”
When the diagnosis of Alzheimer’s came it was unexpected and an 
unknown phenomenon to the family:
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“...all three of us didn’t quite understand still and it was 
only until we started learning about Alzheimer’s but we 
were still shocked that he got it young.”
As the disease progressed, Richard’s behaviour caused Alice to feel 
unsafe:
“it had changed as in he started getting really really 
aggressive...and it actually got to one point where, it still 
hurts now to hear what he said but he was shouting at me 
that close [gestures two inches apart between thumb and 
forefinger] and I have never ever thought in a million 
years that my uncle would hit me before but that was 
when it was getting close...”
Jill’s response caused Alice to feeling unsupported and untrusted:
“I was a bit “gran, what is he doing? Why don’t you 
believe me?””
“...what do I do and I was looking for my grandma for 
help, but my grandma didn’t know how to help me and 
she was also being protective of Richard...”
Alice’s response caused her mother to feel unsure about what to do:
“...my mum understood but I think my mum was getting a 
little bit “oh help. What do I do?””
The theme of uncertainty and the stories of increasing tension between 
family members build a crescendo into Alice’s narrative which peaks when 
Alice states “I’m not going in the house.” This defiance contributes to the 
‘coming-of-age’ genre as she stands up to her grandmother’s authority. The 
form of her narrative becomes more stable when there is greater certainty 
and understanding between people. Medication helped Richard to become 
more “settled”; Alice became more aware of how her own behaviour
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affected her uncle; her godfather and the Alzheimer’s society offered 
support; and all three women were “understanding more together what it is 
and talking about [Alzheimer’s]”. Below is an example of Alice’s growing 
understanding:
“I’m quite loud and I jump about and dance around the 
room the whole time I think he found me a bit 
annoying...whereas before he would join in.”
There is also a theme of certainty in Alice’s story around her relationship 
with her mother. She is consistently described as being “supportive” 
“understanding” and reliable, suggesting a secure attachment figure for 
Alice:
“You can always talk to her about stuff, you don’t have to 
worry. She’s always the one there for you.”
These descriptions contribute to the stable form of Alice’s narrative. They 
also suggest that having a secure attachment figure in her life has been 
important for Alice in providing stability and a source of support and comfort 
during the turbulence that dementia brought.
Changing Reiationships
Just as the nature of Alice’s relationship with Richard has changed so that 
he is now a “younger brother”, so other relationships have changed in her 
story. Alice describes her grandmother treating her and Anne as if they 
were a lot “younger” than their years, in order to avoid highlighting to 
Richard how much she was treating him a lot younger.
The Interview Context -  How did Alice tell her Storv?
Alice was the first to volunteer to talk to me when I visited the Forster family 
home. She seemed keen to tell her story. My impression was that she was 
motivated to speak for two reasons; firstly, because hers was an untold 
story and one that needed to be heard to help others in her situation, and
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secondly, because her experience of dementia was very meaningful to her 
and she wanted to share this with someone.
With regards to the first, Alice’s descriptions of her uncle’s behaviour 
towards her and the way she told these stories suggest it was traumatic for 
her. In the following example she describes being threatened and fearful of 
her safety:
“...it had changed as in he started getting really really 
aggressive ... and it actually got to one point where, it still 
hurts now to hear what he said but he was shouting at me 
that close [gestures two inches apart between thumb and 
finger] and I have never ever thought in a million years 
that my uncle would hit me before but that was when it 
was getting close.”
Later she describes not feeling safe in her own home:
“...every time I came into the house I found that Richard 
was having ago at me without necessarily my other family 
knowing. They know about it now, but without necessarily 
them knowing and me walking straight back out of the 
house going to the pond round there calling up my mum 
going “I’m not going in the house.””
Many of Alice’s stories, like the examples above, have a dramatic quality to 
their presentation. She uses some features that Riessman (2008) presents 
as characteristic of the performance genre. For example, she uses direct 
speecti, quoting herself and others to pull me into the moment she is 
narrating. She also uses repetition to mark a key moment for her of not 
returning to the house (e.g. “I’m not coming back”; “I’m not going in the 
house”; “Alice doesn’t like going in the house”). Another feature not 
mentioned by Riessman was Alice’s use of hand gestures to emphasise 
her point and capture my attention. I felt these aspects to her story telling 
accomplished a vivid portrayal of the fear she experienced and made me 
more empathie towards her. As her audience, I felt positioned as someone
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who would spread her message into the public sphere that dementia affects 
family members beyond the individual and their carer:
“I’ve always asked around and it’s always like “oh, yeh my 
grandpa has it but they don’t live with me”. Living with 
someone with Alzheimer’s is a bit; and having someone to 
talk about that who actually realises it is affecting families, 
does help. I’ve said there’s a lot of stuff out there for
carers; there’s a lot out there for the actual person
themselves, but...it affects other family members as well 
that are maybe younger or any age.”
I also remember being conscious of taking Alice seriously which made me 
wonder whether this was part of her aim in telling the story as she had not 
had this response from her grandmother; someone whom she reveres: “My 
gran’s a rock. She’s always been there for everyone.” Supporting this 
interpretation is Alice’s use of repetition and direct speech to mark her
refusal to return to the house; a defiant act. These features seemed to
position her as someone taking a stand in her story; determined to be taken 
seriously. In analysing her interview I’m led to wonder how distress is paid 
attention to in her family.
With regards to my impression of her second motivation, Alice’s story 
communicated to me that she had been through a painful experience from 
which she had matured and wished to share this with someone. In this 
sense, hers was a ‘coming-of-age’ story. Supporting this interpretation is 
the language she uses when referring to herself at different points in time. 
When discussing relationships before dementia she uses phrases like 
“when I was little”, but when reflecting on more recent improvements in her 
relationship with her grandmother she refers to her maturing age:
“We’ve argued less and I’ve; I suppose it’s because I’ve 
grown up, really. So it’s not the whole like kiddy; but yeh 
and that I talk to my Gran a lot more and if I say “oh I want 
to go out please; because and why” she understands that 
I’m 18.”
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She also tells stories of taking responsibility including taking more of a 
caring role with Richard and learning about other people’s perspectives and 
motivations:
“sometimes when my gran has gone out Richard has to 
get a bath sometimes I have to get him dressed because 
sometimes he can take it from my gran and then
sometimes he thinks like my mum’s “doing everything for
me” so it would be me that gets him dressed and he
thinks ‘ah it’s not so bad...”’
“As Richard gets more um in to Alzheimer’s she 
occasionally treats me like I’m a bit younger to
compensate for treating him younger. But we talk about it 
now. That’s why we argued more in the other one. But we 
talk about it more so it’s worked because if it be, um, like,
“oh Richard’s got to have a mat” because his food would 
go over the side, it would be like “oh Alice he’s a mat” “oh 
why do I have to have one as well?” “oh fine we all have 
one”. So it’s working more now and I’m understanding 
why she’s doing that and not getting so frustrated”
Her interview ends with stories about people supporting her as she travels 
around the country taking “auditions” for drama school. In focusing on her 
future, there is a sense that Alice is ready to leave home and become more 
independent of her family; thus reinforcing the ‘coming-of-age’ genre.
What Can We Learn from Alice’s Storv?
Alice’s story sheds light on the ways dementia impacts and interacts with 
family relationships. As an unexpected event, the illness created a lot of 
uncertainty. This seemed to increase communication and emotional 
proximity between the women and “their mothers”, perhaps alienating 
Richard; however, as the disease progressed it seemed to elicit different 
coping styles between Alice and her grandmother which exacerbated the 
“arguments” in their relationship. Jill’s response to adversity seems to be to
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play down events, including people’s distress. Alice describes her 
grandmother as being in “denial”, “protective” and uncommunicative about 
“that there was something wrong”. This is in contrast to Alice’s response 
which was to express distress and seek support through talking. The clash 
between these two styles of coping seems to have created further conflict 
and distress in the family, distancing Alice and her grandmother. Only when 
outside support is offered do the family heal.
People’s roles seem to either change or intensify as the disease 
progresses. Alice’s relationship with Richard is reversed. Once positioned 
as the recipient of his care and advice, she is now in an uncomfortable 
position of caring for him. Her grandmother’s maternal role however, seems 
to intensify towards Richard as she ‘protects’ him and becomes his carer. 
Alice’s mum has two roles of daughter and mother. How she manages 
these two is not explored much in Alice’s story, but given the conflict 
between grandmother and granddaughter, I wonder whether there was a 
sense of having divided loyalties for Anne.
Alice’s story also sheds light on the importance of strong secure attachment 
figures in giving her a sense of stability and reassurance that there is 
someone there to support her in times of need.
Anne’s Story
A Summarv of Anne’s Storv
The Forsters are a “close” family who “love one another” and try to be 
helpful. They are “not an ordinary family”. With Anne out working, Alice was 
brought up with “two mums”, her mother and her grandmother. Richard also 
helped out. Alice and Jill are “alike in character” which can “cause friction”. 
This can be “difficult” for Anne.
Anne’s mother is “an incredible person” and “brilliant at coping.” She 
“bottles” up a lot of her worries, whilst Anne is more inclined to “poor out”
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her “problems”. Alice is “very open” and lets her mother “know what’s 
going on in her head”.
Before he became ill, Richard had been “a very active helpful clever 
person” whom they all “relied on”. Then he began acting “strange” which 
“worried” his family”. Having lost his job they thought it was due to 
“depression” and “drinking too much”. Alice’s relationship with Richard 
“completely changed”. She was “so bright and cheerful” and did not know 
how to react to her uncle’s “negativity”. This caused “friction” between the 
two and there were more “arguments” in the family, especially between 
Alice and Jill. Since Richard has been taking “anti-depressants” he is 
“happier”. Alice is also “maturing” and so “it’s getting easier”.
Anne’ story then returns to discussing Richard and Alice’s relationship. 
Anne thinks it has been “very hard for” her daughter. Before dementia 
Richard was “brilliant” with Alice and someone “she looked up to”. Now 
there roles have “reverse[dj” as she “looks after him”. Having nearly 
finished her course Alice is “looking for another college to go to”. “She 
wants to be away from home” because Richard “frightened” her. Anne does 
not blame Alice for wanting this, but describes these events as “tragic”.
Anne’s mother is “the total carer” for Richard. Sometimes she wishes her 
mother would talk more because “losing a son like this must be very hard.” 
Anne tries to “help” her mother, but feels “guilty” at how much Jill does. She 
“worries” about the “future” and does not know how good a carer she could 
be for her brother should anything happen to her mother. Her brother 
Edward is also “concerned” for their mother. Anne finds it helpful talking to 
“a lady at the yard” where she works who “understands”. Her story ends 
reiterating that the family are “all close” and try “to do what’s best for 
Richard and for all of us as a family”.
The StvIe of Anne’s Storv
Anne spoke fluently when reflecting on Richard and Alice’s relationship, but 
more hesitantly about her own relationships. She tended to speak in a 
generalised, non-specific way, saying “we were managing to cope” and 
struggled to think of examples;
Research Dossier: Major Research Project 266
“...we are a close, close family. I think we all love one 
another and get on very well.”
“Are there any examples you can think of that show you 
are very dose and loving?’’
“I can’t think of anything, eh no we just all try to help one 
another and we are a close family, definitely.”
Whilst her style of delivery would have been influenced by the interview 
context, I wonder whether it also reflects some unresolved issues. It may 
be however her generalisations serve to refocus her story on what 
“concerns” her most at present such as her mother’s welfare. Anne’s story 
is slightly regressive with a sad/worrying tone. However, there is some 
stability in her narrative in that the family remain “close” and her 
relationships with her mother and daughter have not changed. The genre 
that seems to fit Anne’s story best is that of ‘endurance’ due to the main 
message that dementia has been “very hard” on the family. She often uses 
this phrase when reflecting on other people’s experiences. However, 
Anne’s story is not as tragic as Betty’s in that the Forsters are a “close” 
family and people are trying to “do what’s best”.
Themes from Anne’s Storv 
Being Close
Throughout Anne’s story and her PEGs are statements about family 
relationships being ‘close’. This reoccurring theme provides some stability 
to her story. However, it seems particularly important for her to affirm that 
the family are ‘close’ when describing friction between people or a growing 
distance:
“...we’re still very close, but she wants to, she doesn’t 
want to, she could live her if she wanted to and go to that 
college if she could get in, but she didn’t even bother to 
try and go there. She wants to move further afield which I
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don’t blame her. I’m sure that’s half the reason; that she 
doesn’t want to be here anymore."
“Why don’t you think she wants to be here?”
“Because before Richard was put on anti-depressants, he 
was very quick to have a little dig at her and shouted at 
her a few times. He’s never been violent to her ever, but 
she hears about what can happen and so she’s 
frightened. She says if he is violent to anybody it will be 
her, she believes. He’s certainly done a lot of shouting at 
her and apparently he was right up at her face and said 
some not very nice things and that really really, and 
although you forgive, I don’t think you forget do you and I 
think she found that experience very worrying. And I’m 
sure that’s why she thinks Td like to go and be like 
Edward and just come and visit.”’
Affirming that the family remain close in this way may be Anne’s way of 
minimising difficulties in people’s relationships and reassuring herself. It 
may also be however that like most of the other participants, Anne wants to 
present her family in a good light, which these statements facilitate.
Coping Styles
People cope with dementia in different ways in Anne’s story, often moving 
away from a value she holds. For example, Richard was “drinking too 
much” and being “moody” whereas Anne wants the family to be “happy”. 
Alice is hoping to “flee the nest” which is “sad” for her mother and a 
departure from being “a close family”. These stories contribute to the 
regressive form of Anne’s story. In contrast, she values her mother’s 
stoicism, which seems to have provided her with some stability:
“My mother is an incredible person and is brilliant at 
coping. She keeps a lot in and I think I’m the one that is 
more likely to poor out problems whereas my mum bottles 
it. So she is the -  how do you say it -  the strong person
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that keeps I think that we’re such a close family is really 
down to my mother.”
However, Anne worries about not being able to cope as well as her mother 
should she become Richard’s primary carer, suggesting there may be 
expectations in the family about Anne’s role in the future:
“I try not to think about it too much, like my mother I think 
she tries not to think about what’s going to happen in the 
future. Of course it is worrying. My mother’s got good 
health at the moment, but you know what is going to 
happen? I don’t know? I don’t know whether my 
relationship with my brother, me being younger than him, I 
don’t know how good a carer I could be for him...”
Strain and Friction
Anne supports her message of dementia being hard on the family with 
stories of strain and friction between people:
“I think she finds it harder now with her grandmother 
because my mother is constantly looking out for Richard 
and she has been under a lot of strain and um Alice 
flitters in and out and “where’s this? Where’s that? I’ve got 
to get to college! I can’t ohh” you know all in a panic and 
um yeh and I think my mother sort of says “I don’t know 
where it is. You’ve got to find it yourself!” and all this and 
Richard can’t stand any loud noise or somebody in and 
out like a whirlwind and um that causes friction.”
The word “strained” is also used in reference to Jill and Alice’s relationship 
in the PEGs during the first signs of dementia.
Changing Reiationships
Dementia has affected people’s roles in the family as Richard’s care needs 
increase. Alice and Anne have “reverse[d]” their relationship with Richard.
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Once they “relied” upon him, now on occasions they take more caregiving 
roles, for example in helping him get “dressed”. There is a suggestion in 
Anne’s story that this new relationship dynamic is uncomfortable for her:
“I don’t know whether my relationship with my brother, me 
being younger than him, I don’t know how good a carer I 
could be for him...”
Conversely, Anne seems to suggest that Jill’s role as mother towards 
Richard has intensified, at the expense of her relationship with Alice:
“I think she’s always got a little bit upset with Grandma 
because Grandma spent so much time looking after her 
that I think she felt as if Grandma didn’t always 
understand or didn’t want to understand, but because she 
was too wrapped up with Richard.”
There is a slight suggestion in Anne’s story that these new relationship 
dynamics sometimes leave her feeling helpless. She comments about 
wishing she “could do more to help” her mother and “guilty” that she 
doesn’t. However her mother’s “amazing” ability to “cope” and the 
intensification of Jill’s caring role means Anne may be left feeling like an 
outsider looking in and unable to help. These changes in people’s 
relationships were not conveyed in the PEGs because Anne did not include 
Richard into them. This may have been deliberate or an oversight, but it 
meant we did not explore how people continue to connect with Richard. 
This may reflect that Anne and her family do not connect with Richard 
anymore beyond relating to him as someone in need or care.
The Interview Context -  How did Anne tell her Storv?
Anne came across to me as an unassuming person. I remember becoming 
aware of the power dynamics in the room when we spoke. I felt I was in a 
more powerful position and consciously made an effort to readdress this 
dynamic by speaking more gently. This made me think she lacked self- 
confidence with a tendency to take a one-down position in relation to
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others. This interpretation may have been influenced by the stories her 
daughter told about her in her interview. However, I also found support for 
this interpretation from Anne’s narrative. She ends her stories about her 
relationships with her mother and daughter with comments about trying to 
do the right thing; suggesting uncertainty around being ‘good enough’ in 
these roles;
“Oh pretty good. She [Alice] can tell me most things. I do 
try and listen to everything.”
“I always feel guilty that my mother does everything really.
I’m not home all that much...I certainly do try and help 
her.”
Furthermore she compares herself negatively against her mother whom 
she shows great reverence towards:
“She’s an absolute brick. I don’t know how she doesn’t 
think “I can’t cope” but she does. She’s solid, she keeps 
plodding, just keeps going. She’s amazing.”
“Sounds iike you have a iot of admiration for her. ”
“Oh a hell of a lot. I wish I could be like her. I’m not the 
strong stuff she is.”
This lack of self-confidence makes me wonder how easy it is for Anne to 
voice dissenting views in the family and for them to carry weight. Given 
Jill’s coping style of “not making a fuss” and the reverence Anne shows 
towards her mother, she may feel unable to talk to Jill about her concerns. 
And she does express concern in her story, particularly about the future:
“And I do find it difficult, but I try not to think about it too 
much, like my mother I think she tries not to think about 
what’s going to happen in the future. Of course it is 
worrying. My mother’s got good health at the moment, but
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you know what is going to happen? I don’t know? I don’t 
know whether my relationship with my brother, me being 
younger than him, I don’t know how good a carer I could 
be for him...”
Not being able to talk about her concerns to Jill may well be affecting 
Anne’s wellbeing in that it exacerbates her “worrying” as she cannot resolve 
them, making her feel helpless. Support for these interpretations comes 
from Anne’s story. She spoke far more about being “concerned” and 
“worried” than her mother or daughter did in their stories, and on two 
occasions she spoke about wishing she “could do more to help”.
My field notes show that on leaving the interview I felt Anne was very 
thoughtful about other people’s experiences. This maybe a reflection of the 
effect of juggling two competing roles -  mother and daughter -  and living 
with divided loyalties a lot of the time. However, in trying to accommodate 
her mother and daughter I wonder how often Anne’s needs are paid 
attention too, especially since the dementia. The only time she did speak 
about receiving some sort of comfort was in talking to “a lady down at the 
yard” who seemed to “understand”. Twice in the interview my comments 
were aimed at drawing attention to Anne’s needs perhaps because I was 
picking up on the inattention to the effects of dementia on her. The 
following is an example:
“...it must be hard, but she doesn’t say very much about 
how she feels about things. I know, well losing a son like 
this must be very hard, very hard.”
“And a brother as well. ”
“It is hard. He’s a different person. He’s not like the 
person he was at all.”
Drawing these different aspects together, I thought Anne was presenting 
herself as a “concerned” woman desiring comfort and reassurance.
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What Can We Learn from Anne’s Storv?
Anne’s story sheds light on how the effects of dementia change as they 
ripple through her family. Her mother’s burden has become her guilt and 
worry, and Richard’s distress increased the “friction” within the family. The 
type of relationship family members have with Richard appears to influence 
whether their roles intensify or change. Jill’s role is a continuation of being a 
mother and so seems to intensify, unlike Anne and Alice’s relationships 
with Richard where there is a reversal of roles.
Anne’s story also suggests that the way dementia impacts on family 
relationships depends on people’s coping styles. Richard’s “drinking” puts a 
strain on the family, whilst Alice’s desire to leave the family home saddens 
her mother; and perhaps suggests a growing distance between people. 
Furthermore her mother’s style of “not making a fuss” seems to provide 
some stability for Anne, but also silences her own worries about how her 
mother is coping and how she will coping in the future with Richard’s 
increasing care needs. Anne does not say much about what she feels has 
helped her family relationships. However she does say that talking to “an 
outside person” is helpful for her. Her lack of reflection of her relationship 
with Richard and my own oversight of enquiring more into his relationships 
may reflect how we both stopped viewing him as someone who could be 
connected with beyond caregiving. I wonder whether this also happens in 
services.
Jill’s Story
A Summarv of Jill’s Storv
Jill’s story begins emphasising that other than Richard, “Alice is one of the 
most that it has impacted on”. Whilst her daughters are “concerned” it 
“doesn’t alter their lives in any way”. Her eldest son Edward visits on a 
weekly basis as he did when his father was ill. They were “very close”. He 
now comes down to “check on” Jill.
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“On the whole” the Forsters are “quite a close knit family”. Alice and Anne 
have “always been pals” and Jill and Anne have a “warm” relationship and 
“work well together”. Richard and Jill have “always got on well”. She 
appreciates his “humour”. Jill “thoroughly enjoy[s] Alice’s company” but 
their relationship is “tempestuous” because Jill is “the only one that says 
no”. The dementia has not “made any difference” to her relationship with 
Alice. However, Alice’s relationship with her uncle Richard has 
“deteriorated”.
Before dementia Alice and Richard “were very very pally.” If Alice was 
“upset” she would “turn to” her uncle. When he began to show signs of 
being unwell, Alice was “frightened”. She “found it difficult to reverse the 
roles” and be “more patient” with Richard. She used to “laugh” as they “all 
did” at some of Richard’s “odd” behaviour. This would upset him and he 
would “withdraw”, which in turn upset Alice. Jill “can’t blame her; it’s so 
easy to upset people when they’re like that, because Richard was very 
conscious and still is that he can’t do things anymore”. Since Richard has 
been on “anti-depressant tablets” it has been “much better”.
Many relationships have remained the same since the dementia. Alice’s 
relationship with her mother has not “altered”; neither has Jill’s relationships 
with Anne or Edward. “They both seem to understand and we just 
managed.”
The two brothers have become “slightly closer”. Edward has become “a 
father figure towards” Richard. He takes him out for a drink as he used to 
do with his father. This gives “variety for Richard, because otherwise it’s 
such a blooming dull life” for him. Richard “was such an active person” but 
“can’t do anything like that now”.
Jill is “now another carer”. Once her husband had died she thought she 
“would be doing more things” “but it doesn’t matter.” The family “haven’t 
asked for any help that’s obvious”. They “get help with Robert” but 
otherwise “we manage.” Jill volunteered to be interviewed because Richard 
thought it would be a good idea. He is a “conscientious person” who has 
“always wanted to help” and “that hasn’t changed.”
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The Style of Jill’s Story
Jill’s story tends to focus on Alice and Richard’s relationship; steering away 
from reflecting on others. She rarely includes explicit statements about how 
“difficult” events have made her feel. This suggests she is dismissing 
emotional expressions of need for comfort. The overall structure of Jill’s 
story is slightly regressive but with a steady, pragmatic tone. Its regression 
comes from the dominant narrative in Jill’s story about the negative effects 
dementia has had on Alice and Richard’s relationship. However, other 
family relationships remain stable and they ‘manage’ well. These comments 
give stability and contribute to the steady tone of her story.
The message of Jill’s story seems to be that dementia has “impacted” on 
Richard and Alice, but otherwise “we manage”. As such, the genre that 
seems to best fit with Jill’s story is ‘resilience’.
Themes from Jill’s Story
Downplaying Problems
The theme of downplaying problems runs throughout Jill’s story and 
contributes to the stability of her narrative. One example is her description 
of her arguments with Alice. They have “a little barny” which sounds less 
serious than “an argument” and more humorous, which lightens the 
seriousness of their conflict. Jill’s responses to the PEGs support this 
theme in that relationships are described as being “much the same” 
throughout or at most “difficult”. Jill could have told stories about loss and 
the strain of caring for Richard, but she chose not to. The only time she 
alludes to loss is when she is asked about family relationships since 
dementia:
“I’m now another carer though I wasn’t before. Once my 
husband had died I thought I would be doing more things 
but I’m not, but it doesn’t matter. I do plenty.”
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Given the theme of downplaying problems I think it very likely that this nod 
to loss is also being downplayed by Jill.
Managing
Contributing to the stable tone of Jill’s story are comments she makes 
about her and her family managing (as in coping), whether in the context of 
caring for her husband or caring for Richard:
“Well my husband was alive then and a lot of my time of 
course was taken up looking after him. We managed.”
“...they both seem to understand and we just managed.” 
Relationships: Consistent and Changing
Jill supports her message that dementia does not affect the majority of her 
family’s lives by describing most relationships in the family as remaining 
“much the same”. However, she also tells stories of people' roles changing 
in their relationships with Richard as they become more hierarchical. Some 
relatives make the transition more easily than others:
“It was difficult because I was asking her to be patient and 
thoughtful and she was still a child and I think she found it 
difficult to reverse the roles that she was being more 
patient and kind when it should have been he who should 
be to a younger person. But in the end she accepted it.”
“Edward actually he used to go out for a drink with my 
husband and not with Richard, but it was after my 
husband died that he started saying come on Richard I’ll 
take you out for a drink. He more or less took a father 
figure towards him.”
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The Interview Context -  How did Jill tell her Story?
The relative paucity of stories in Jill’s talk created much less of a sense of 
performance (in Riessman’s terms). I did not feel that she was in need of 
presenting a particular role to me. This creates a distance between talker 
and listener I think. I was not as engaged because I did not get pulled in by 
stories. Examining my prompts in the transcript I wonder whether I failed to 
ask Jill often enough for specific examples and memories. Perhaps this 
was because I was less engaged by stories or because this was one of the 
earlier interviews I carried out.
I also wonder whether the themes of managing and downplaying problems 
played a part in Jill’s and my relationship. In my field notes after the 
interview I wrote: “Jill seemed keen to let me that she was managing okay 
and I felt intrusive asking questions directly relating to her.” Supporting 
these interpretations are the brief reassuring responses she gave and her 
pattern of refocusing the conversation on to Alice and Richard’s relationship 
whenever I did ask questions directly relating to her:
‘‘How would Alice describe her relationship with you 
before the dementia?”
“I don’t see that the dementia has made any difference 
between our relationship. You know that seems to be 
much the same. The only thing is with her uncle; that’s 
deteriorated.”
Downplaying and reassuring also extended to questions about her 
children’s relationships and lives (other than Richard):
“How about Anne, if we were to ask Anne about her 
relationship with Richard?”
“Well, much the same. Their lives ran parallel rather than 
crossing because of her work and Richard was at work at 
that time, so they were alright. There was no friction.”
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The fact that both Anne and Alice described Jill as “a rock” and “a brick” 
respectively in their interviews suggests Jill has an identity and position in 
the family (which they may reinforce) of being someone who can manage in 
the face of adversity. Downplaying problems seems to be one way that Jill 
achieves this. Given Jill is in her eighties she may have developed 
resilience over the years from living through wars and previous experience 
with hardship as women of similar age have reported (SigI Felten, 2009). 
These approaches to facing adversity may be a reflection of her resilience. 
This makes me wonder what part wanting to avoid challenging this identity 
and coping style played in the interview. It is possible I asked for fewer 
examples because I was aware it might not be helpful to Jill in enabling her 
to cope. She might have felt I was undermining her if I did. Or perhaps I felt 
she would be critical of me as someone being intrusive if I probed too 
much. Jill spoke about “as a mother you look after them [her family].” 
Questioning how dementia might have affected their relationships may 
have been experienced by Jill as an attack on her ability as a mother to 
look after her family; whereas changes in Alice and Richard’s relationship 
can be attributed to Alice’s youth and Richard’s dementia. Her comment 
also suggests that as the matriarch of the family she wants to protect her 
family from being burdened with her distress and therefore to express 
vulnerability is a luxury that Jill cannot afford. Supporting this interpretation 
is an extract from Anne’s story about how she makes sense of Jill’s 
tendency to downplay problems:
“I think she can tell me most things. But she keeps a lot of
it to herself. I think that’s just her; the way she is.”
“Why do you think she does that?"
“Because she knows I am a worrier”
Pulling these aspects together, Jill was perhaps presenting herself as 
someone who is managing at looking after her family. She wanted to talk 
about the effects of dementia on Alice and her relationship with Richard, 
but otherwise was not as interested or invested as the other participants in 
really getting me to understand what impact dementia has had on her or
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her family beyond Alice and Richard. Of note my interview with Jill was the 
shortest of all the interviews.
What Can We Learn from Jill’s Storv?
Jill’s story focussed primarily on how dementia has affected her 
granddaughter Alice and Alice’s relationship with Richard, starting before 
dementia and continuing up until after his diagnosis. Her stories about Alice 
and Richard’s relationship illuminate how dementia can devastate a 
relationship. What was once a source of security and comfort, became a 
source of amusement and then fear for Alice. Whilst for Richard, his 
relationship with Alice seemed to heighten his awareness of not being ‘able 
to do things anymore’ and he felt ridiculed.
Jill’s story also highlights how people’s relationships with the person with 
dementia become more hierarchical as Richard’s personhood changes and 
he becomes more dependent on others. Jill and Edward seem able to draw 
on their existing relationships with Richard as mother and older brother 
respectively. These seem to help them adapt to their new roles. Alice 
however, is unable to do this and so seems to struggle to adapt to hers and 
Richard’s role changes.
Jill’s story also sheds light on the possible positive effects of dementia on 
family relationships. The illness has allowed Edward to become a ‘father 
figure’ to Richard which seems to have facilitated a closer relationship 
between the two.
What Jill’s story does not explore is the impact of dementia on her and her 
relationships, or the effect of Alice and Richard’s changing relationship on 
other people. In this way, the effects of dementia in Jill’s story do not ripple 
through the family in the same way they do in the narratives of other 
participants. Given Jill’s description of her relationship with her 
granddaughter being ‘tempestuous’ before dementia and later her asking 
Alice to be an ‘adult’ around Richard, I would expect this to have had a 
knock on effect on her relationship with Alice. Perhaps Jill’s coping 
strategies and desire to be a good mother who “looks after” her family
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means that she does not feel able to or want to talk about what impact 
dementia has had on this relationship. This begs the question ‘who does Jill 
have to turn to for comfort and support?’ Given Jill’s coping strategy of 
downplaying problems and how I felt positioned during the interview, it 
seems likely that services who engage in similar conversations with Jill will 
find it difficult to be able to identify and meet her needs. Supporting this 
interpretation is an extract from Anne’s narrative:
“...when I’m not here doctors and visitors have come to 
visit and they say “how you managing?” “Oh yes I’m 
alright”. She never says much and sometimes I wish she 
would ‘cause she is finding it hard.”
Themes from the Forster Familv’s Stories
Expressing Distress
In each of the Forster stories, people express different levels of distress 
depending on their position in the family. A dominant narrative running 
through all three stories is how dementia has impacted on Alice and lost 
her, her relationship with Richard. The fact that all three spoke about this 
with ease, suggests that Alice has permission in her family to express her 
distress. In contrast Ann and Jill’s distress and their loss feature very little 
in the Forster stories. Yet each speaks reverently about Richard before 
dementia. For Anne he was “clever” and “helpful”; for Jill they “got on well” 
together. This suggests that Alice is the only one that feels entitled to 
express her loss and distress.
Alice’s entitlement seems to be influenced by the nature of her relationships 
with her mother and grandmother. In the Forster stories, Jill and Anne are 
parental figures in Alice’s life and therefore have what Hinde (1979) would 
describe as complementary relationships with her. This style of relationship 
is imbued with expectations about who gives and receives comfort and 
protection. Alice expects to be comforted and protected by Jill and Anne 
and they expect to provide it, but not vice versa. This dynamic gives Alice
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permission to express her distress but means her parents are heavily 
invested in not expressing theirs in order to protect her.
The theme of expressing distress contributes to the different narrative tones 
and structures in the Forster stories. The burden of carrying theirs and 
Alice’s distress shapes the regressive structures of Anne and Jill’s 
narratives, whilst the experience of being comforted and supported adds to 
the stable structure of Alice’s story.
Anne and Jill’s stories end with Alice planning her future. It would be 
interesting to speculate how her departure from the family home would 
change how her mother and grandmother express their distress in the 
house.
Transitions
One way of making sense of many of the stories and comments that the 
Forster’s tell is reading them in the context of expected life stage transitions 
that the family might hold. Alice is “maturing” and transitioning into 
adulthood, which Anne understands as making life “easier” for the family as 
they manage dementia. However, Jill’s comment that she hoped ‘to be 
doing more things’ rather than being “a carer again” suggests that dementia 
has interrupted her transition to greater independence and less 
responsibility. Anne’s story about ‘worrying’ about the future suggests that 
the negative effects of dementia are aggravated by the transitional stage 
that the family are going through. With her mother aging there may be 
expectations about the younger generation taking care of their parents. 
Rather than a source of support in making this transition, Anne will have 
Richard to care for as well as her mother, which seems to contribute to her 
“worrying” about the future.
Shifting Power Dynamics
Before dementia Jill seems to have been the one that others had to be 
accommodating to. However, since dementia, this has somewhat shifted in 
that Richard sets the emotional tone in the house and others having to be 
accommodating;
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Before dementia:
Alice: “because my gran sort of runs the house and 
instead of arguing with your dad like “oh dad I want to go 
out” it’s “gran I want to go out”
Anne: “it’s difficult for me because this is my parents’ 
house so I feel very much in the middle, which is not an 
easy, strange. I’d like to say yes you can do this, yes you 
can do that and it’s not my house so it’s difficult”
After dementia:
Anne: “his behaviour was very strange and upsetting 
‘cause he was very moody and Alice found that very very 
hard because she was always so bright and cheerful and 
“hello Richard. How are you?” and “I’m not alright. You 
know I’m not alright” and she didn’t know how to progress 
any conversation and she found that very upsetting. I 
used to say to her “don’t keep asking how he is. That’s 
not the thing to say” and she couldn’t understand. That’s 
always what you say to people “good morning”; “it’s not a 
good morning”. She didn’t know how to react to his 
negativity. She’s so bright and cheerful and he was the 
opposite”
“Did she have to change how she responded to him?’’
“She’s learnt not to say ‘good morning’ or ‘how are you’.
She’s learnt not to say things like that.”
Jill: “It was difficult because I was asking her to be patient 
and thoughtful and she was still a child and I think she 
found it difficult to reverse the roles that she was being 
more patient and kind when it should have been he who 
should be to a younger person...she didn’t mean it but
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she said things like “your fork’s over there” and then he’d 
get up and leave, the room and she’d say “oh I didn’t 
mean to upset him, I really didn’t”. She used to get herself 
so worked up, but she was quick in saying these things 
before she realised that he was rather sensitive at some 
things”
Secure Loving Attachments
Alice states that “our family are always really close to their mums”. This 
message runs through her, Anne’s and Jill’s narratives too. Despite 
dementia’s presence these seem to remain loving attachments between 
people that provided a source of stability and security for them during the 
uncertainty that dementia brought.
Divided Loyalties
Implicit in Alice and Anne’s stories is the suggestion that dementia creates 
or exacerbates divided loyalties in Anne and Jill. Jill’s division lies between 
her loyalty to Alice and to Richard, Whilst Anne’s division lies between her 
loyalty to her mother and to her daughter:
Alice: “I was a bit “gran, what is he doing? Why don’t you 
believe me?””
“So was trust was being questioned?"
“Dm no I’ve always trusted my gran but it was more sort 
of what do I do and I was looking for my grandma for help, 
but my grandma didn’t know how to help me and she was 
also being protective of Richard, and yeh, because of 
that.”
Anne: “I always feel guilty that my mother does everything 
really. I’m not home all that much. We all, I certainly do try 
and help her, but I think our relationship has always been 
a good one and always will be a good one. Yes,
Research Dossier: Major Research Project 283
occasionally I get upset because I think that she’s said 
something to Alice that she needn’t have done, but that’s 
probably because she’s had a hard day and I, I’m actually 
inclined to take, be with Alice and think that she’s over 
protective with Richard and Richard can get away with 
things but Richards not well. She’s hard on Alice, but at 
least Alice should understand.”
The themes of downplaying problems and managing may explain the 
absence of this current theme in Jill’s story.
Changing Relationships
Relationships change in all three Forster stories as a consequence of 
dementia. By increasing Richard’s care needs the illness seems to change 
reciprocal relationships to being more hierarchical. For example Richard is 
more of a “younger brother” to Alice now. For Jill, Edward is more “a father 
figure” to his younger brother, and in Anne’s narrative she is taking more of 
a caring role with Richard. Different people seem to adapt to these 
relationship changes with varying degrees of success.
Alice: “I would say yeh it’s not a relationship. I find the 
little comments. I find him a bit um, he does parrot my 
gran a lot, still; but in a not so aggressive way but in just 
an irritating way.”
Anne: “I don’t know whether my relationship with my 
brother, me being younger than him, I don’t know how 
good a carer I could be for him, I don’t know.”
Jill: “Edward actually he used to go out for a drink with 
my husband and not with Richard, but it was after my 
husband died that he started saying “come on Richard 
I’ll take you out for a drink.” He more or less took a 
father figure towards him.”
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The only one whose relationship towards Richard has not changed in this 
way is Jill’s. Her role as “mother” in “protect[ing]” and caring for Richard 
seems to have intensified. In both Alice and Anne’s stories Jill has become 
more “protective” of Richard:
Alice: “My gran’s very protective, but in a way she can’t; 
she’s protective of him.”
Anne: “I think she’s [Alice] always got a little bit upset with 
Grandma because Grandma spent so much time looking 
after her that I think she felt as if Grandma didn’t always 
understand or didn’t want to understand, but because she 
was too wrapped up with Richard.”
Whilst Jill does not describe her relationship with Richard since dementia, 
she is the only person to describe what Richard is still able to do and what 
she continues to value in him, suggesting her relationship with him is still 
meaningful and of value to her, perhaps because she knows how to 
connect with him:
“He’s always got a sense of humour; always got jokes.”
“Well he’s a conscientious person; he’s always wanted to 
help. It hasn’t altered that. That hasn’t changed. He’s 
always been highly principled.”
What Can We Learn from the Forster Familv Stories?
Alice, Anne and Jill’s narratives shed light on how dementia interacts with 
family relationships. The Forster family’s dynamics mean some family 
members may not be able to express their distress and loss whilst others 
express it for the whole family. It also aligns Anne and Jill together in their 
collusion to protect Alice.
Their stories highlight how dementia interrupts life stage transitions or 
prevents them from being made. It can also create divisions in people’s
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family loyalties or exacerbate existing ones. At the same time, secure 
loving attachments provide a buffer to some of the negative effects that the 
uncertainty of dementia can bring.
Lastly similar to other participant’s narratives dementia seems to change 
the nature of relationships causing them to become more complementary 
which can cause meaningful relationships to be lost or help to intensify a 
previously existing complementary relationship.
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RESEARCH LOG
1 Formulating and testing hypotheses and research questions J
2 Carrying out a structured literature search using information 
technology and literature search tools
J
3 Critically reviewing relevant literature and evaluating research 
methods
J
4 Formulating specific research questions J
5 Writing brief research proposals J
6 Writing detailed research proposals/protocols y
7 Considering issues related to ethical practice in research, 
including issues of diversity, and structuring plans accordingly
y
8 Obtaining approval from a research ethics committee y
9 Obtaining appropriate supervision for research y
10 Obtaining appropriate collaboration for research y
11 Collecting data from research participants y
12 Choosing appropriate design for research questions y
13 Writing patient information and consent forms y
14 Devising and administering questionnaires y
15 Negotiating access to study participants in applied NHS settings y
16 Setting up a data file y
17 Conducting statistical data analysis using SPSS y
18 Choosing appropriate statistical analyses y
19 Preparing quantitative data for analysis y
20 Choosing appropriate quantitative data analysis y
21 Summarising results in figures and tables y
22 Conducting semi-structured interviews y
23 Transcribing and analysing interview data using qualitative 
methods
y
24 Choosing appropriate qualitative analyses y
25 Interpreting results from quantitative and qualitative data analysis y
26 Presenting research findings in a variety of contexts
27 Producing a written report on a research project y
28 Defending own research decisions and analyses y
29 Submitting research reports for publication in peer-reviewed 
journals or edited book
30 Applying research findings to clinical practice
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